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DEPARTMENTS  OF  LABOR,  HEALTH  AND 
HUMAN  SERVICES,  AND  EDUCATION,  AND 
RELATED  AGENCIES  APPROPRIATIONS  FOR 
FISCAL  YEAR  1994 


MONDAY,  APRIL  26,  1993 

U.S.  Senate, 
Subcommittee  of  the  Committee  on  Appropriations, 

Washington,  DC. 

The  subcommittee  met  at  1:03  p.m.,  in  room  SD-192,  Dirksen 
Senate  Office  Building,  Hon.  Patty  Murray  presiding. 
Present:  Senators  Murray  and  Gorton. 

NONDEPARTMENTAL  WITNESSES 

OPENING  STATEMENT  OF  SENATOR  PATTY  MURRAY 

Senator  Murray.  Good  afternoon.  Today,  this  subcommittee  will 
begin  its  first  day  of  testimony  from  approximately  150  congres- 
sional and  public  witnesses.  We  have  scheduled  six  special  sessions 
to  hear  this  testimony. 

This  year,  the  Committee  had  requests  from  311  individuals  and 
public  organizations  to  testify  before  the  subcommittee.  Because  of 
the  limitations  of  time,  we  were  able  to  schedule  only  150  individ- 
uals and  organizations  who  wrote  to  us.  I  regret  that  we  cannot 
hear  everyone,  but  the  Committee  has  made  it  known  to  those  who 
did  not  make  the  cutoff  that  we  would  be  pleased  to  publish  their 
statements  in  the  hearing  record. 

In  order  to  keep  on  schedule,  we  will  need  to  use  the  red  light/ 
green  light  system,  which  will  give  each  of  the  witnesses  3  minutes 
to  summarize  the  key  points  of  their  statement.  I  would  request 
that  each  witness  please  attempt  to  complete  the  statement  when 
the  3  minute  red  light  goes  on.  The  red  light  will  be  preceded  by 
a  2  minute  yellow  warning  light.  This  will  give  us  time  to  ask  a 
few  questions  and  it  will  also  ensure  that  everyone  gets  a  fair  and 
equal  chance  to  address  this  subcommittee. 

Today,  we  will  hear  testimony  on  a  wide  range  of  subjects,  in- 
cluding programs  for  children,  rural  health,  and  the  National  Insti- 
tutes of  Health.  We  will  be  hearing  from  a  number  of  important  or- 
ganizations representing  those  programs.  I  look  forward  to  the  ad- 
vice of  each  of  you  in  making  the  many  difficult  decisions  that  face 
us  during  this  year's  appropriations  cycle. 

As  a  brief  introduction  to  some  of  the  budgetary  problems  this 
subcommittee  will  be  facing  this  year,  let  me  go  over  some  of  the 
numbers.  The  President's  budget  released  this  month  provides  for 

(l) 


an  $8.9  billion  increase  in  investment  and  noninvestment  programs 
in  the  labor,  health  and  human  services,  and  educations  appropria- 
tions bill  from  the  fiscal  year  1993  level  of  $62.2  billion  to  $71.1 
billion. 

By  way  of  comparison,  last  year,  this  subcommittee's  allocation 
over  fiscal  1992  increased  by  only  $1.7  billion.  So  if  we  fail  to  get 
the  necessary  allocation  our  chairman  and  the  subcommittee  mem- 
bers will  be  forced  to  make  some  very  tough  choices.  I  hope  the  tes- 
timony that  will  be  presented  to  this  subcommittee  today  and  over 
the  next  2  weeks  will  help  us  in  making  some  of  those  decisions. 

STATEMENT  OF  DR.  GAIL  CASSELL,  PRESIDENT-ELECT,  AMERICAN  SO- 
CDZTY  FOR  MICROBIOLOGY 

Senator  Murray.  In  the  interest  of  time,  I  will  be  requesting 
that  several  witnesses  come  to  the  table  at  the  same  time.  At  this 
point,  I  ask  that  Gail  Cassell,  Gloria  Reich,  Jennifer  Hutchinson, 
Peter  Bellermann,  Stephen  Saunders,  and  Karen  Mountain  come  to 
the  table. 

We  will  begin  with  our  first  witness,  Dr.  Gail  Cassell,  president- 
elect of  the  American  Society  for  Microbiology. 

Dr.  Cassell.  Senator  Murray,  first  of  all,  I  would  like  to  thank 
you  for  the  opportunity  to  testify  this  afternoon  on  behalf  of  the 
American  Society  for  Microbiology.  Our  organization  represents 
39,000  members  who  are  primarily  involved  in  research  related  to 
microbiological  infectious  diseases  and  immunology.  First  of  all 
also,  I  would  like  to  thank  you  for  the  leadership  that  has  been 
shown  by  this  subcommittee  in  being  an  advocate  for  increased 
funding  for  the  National  Institutes  of  Health  and  to  also  state 
again  that  your  continued  leadership  in  this  area  will  be  absolutely 
essential  if  the  United  States  is  to  maintain  our  competitiveness  in 
biomedical  research  and  biotechnology. 

Quite  honestly,  we  find  that  the  1994  budget  is  a  threat  to  our 
leadership  position  in  biomedical  research  and  biotechnology.  We 
have  submitted  a  written  testimony  and  would  appreciate  it  being 
accepted  into  the  written  record,  and  this  afternoon  I  basically 
would  like  to  just  emphasize  two  points  that  we  have  made  in  our 
testimony. 

Our  first  and  major  concern  is  that  for  the  first  time  in  our  mem- 
ory the  actual  budgets  for  most  of  the  NIH  Institutes,  in  fact,  have 
received  decreased  funding  in  this  year's  budget.  We  view  this  as 
a  big  threat  to  basic  biomedical  research.  In  fact,  for  the  first  time 
since  1992,  there  will  be  a  decrease  of  1,200  grants  directly  related 
to  investigator-initiated  research  project  grants. 

Basic  research  forms  the  foundation  upon  which  biotechnology  is 
based  and  also  provides  the  groundwork  for  later  clinical  applica- 
tion. An  example  of  that  is  that  a  number  of  years  ago,  up  to  15 
years  ago,  basic  research  on  viral  replication  has  given  us  the  un- 
derstanding of  how  viruses  replicate.  And  it  is  that  understanding 
now  which  forms  the  basis  for  gene  therapy. 

You  may  have  read  in  USA  Today  about  the  therapy  trials  that 
will  be  proceeding  shortly  in  humans  for  cystic  fibrosis.  This  is 
based  on  incorporation  of  the  defective  gene  into  a  viral  recom- 
binant vector  that  will  be  used  for  gene  delivery.  It  was  basic  re- 
search that  actually  led  to  that  technology. 


In  fact,  it  was  basic  research  that  led  to  the  emergence  of  bio- 
technology, and  in  fact,  the  National  Institute  of  General  Medical 
Science,  as  you  may  appreciate,  is  the  Institute  within  NIH  that 
funds  most  of  basic  research.  In  this  year's  budget  there  will  be 
only  a  0.1-percent  increase  in  that  Institute's  budget. 

Our  other  major  concern,  other  than  the  significant  decrease  for 
what  we  view  as  funding  for  basic  biomedical  research,  is  in  the 
non-AIDS  budgets  within  the  National  Institute  of  Allergy  and  In- 
fectious Diseases.  At  first  glance,  it  looks  like  that  this  Institute 
which  primarily  funds  most  of  the  AIDS  research,  in  fact,  did  fare 
very  well  with  respect  to  overall  funding.  But  once  one  subtracts 
the  increases  for  AIDS  research  and  that  for  earmarking,  that  in- 
stitute for  all  non-AIDS  research  will  receive  an  8-percent  decrease 
in  research  funding. 

This  is  important  because  there  are  a  number  of  new  and  emerg- 
ing infectious  diseases  resulting  from  our  problems  in  inner  cities, 
the  global  economy  where  we  have  increased  transportation  of  in- 
fectious agents  into  this  country  both  by  way  of  travelers  as  well 
as  by  way  of  imported  food.  We  view  this  as  a  major  concern. 

PREPARED  STATEMENT 

In  summary,  the  fiscal  year  1994  President's  budget  does  not 
really  reflect,  we  feel,  a  strong  commitment  to  basic  biomedical  re- 
search and  biotechnology  for  the  reasons  that  I  have  mentioned. 
We  feel  that  all  of  the  NIH  Institutes  do  need  additional  funding, 
additional  resources,  in  order  to  survive  and  best  accomplish  its  ob- 
jectives and  mission. 

The  ASM  does  support  the  ad  hoc  group's  for  biomedical  research 
proposal  for  $11.6  billion  for  NIH. 

We  thank  you,  again,  for  this  opportunity  and  for  your  continued 
support.  I  would  be  happy  to  answer  any  questions  that  you  might 
have. 

Senator  Murray.  Thank  you,  Dr.  Cassell. 

[The  statement  follows:] 

Statement  of  Gail  H.  Cassell 

My  name  is  Gail  Cassell  and  I  am  President-Elect  of  the  American  Society  for 
Microbiology  (ASM).  On  behalf  of  the  ASM,  I  am  pleased  to  present  for  your  consid- 
eration our  recommendations  for  the  fiscal  year  1994  appropriation  for  the  National 
Institutes  of  Health  (NIH).  The  ASM  represents  over  39,000  members  in  the 
microbiological  sciences  who  are  actively  involved  in  such  important  areas  as  infec- 
tious and  immunological  diseases,  molecular  biology  and  genetics,  biotechnology  and 
public  health.  We  wish  to  express  our  appreciation  for  your  continuing  leadership 
to  achieve  more  adequate  funding  for  the  important  research  programs  of  the  Na- 
tional Institutes  of  Health.  Your  leadership  is  enormously  important  to  the  future 
of  biomedical  research  and  biotechnology  in  the  U.S.  We  urge  you  to  seriously  recon- 
sider the  Administration's  fiscal  year  1994  budget  request  for  the  NIH. 

Biomedical  research  and  biotechnology,  which  is  a  direct  outgrowth  of  basic  re- 
search, are  areas  in  which  the  U.S.  is  and  should  remain  a  world  leader.  However, 
U.S.  leadership  in  these  two  areas  is  threatened  by  the  Administration's  fiscal  year 
1994  funding  request  for  the  NIH.  We  understand  the  Administration  must  focus 
on  deficit  reduction  but  believe  the  NIH  should  be  given  special  consideration  be- 
cause its  programs  are  so  vital  to  the  future  of  this  country.  The  proposed  budget 
will  have  a  significant  damaging  impact  on  the  Nation's  biomedical  research  efforts 
and  it  represents  a  shortsighted  vision  to  achieve  near-term  savings.  We  are  very 
disappointed  that  the  Administration  has  for  the  first  time  in  our  memory  proposed 
actual  cuts  in  most  of  the  budgets  of  the  NIH  institutes. 


Only  two  years  ago  the  House  and  Senate  Appropriations  Committees  directed 
NIH  to  formulate  a  "financial  management  plan'  to  bring  stability  to  federal  bio- 
medical research  funding.  The  plan  was  to  fund  6,000  new  and  competing  grants 
each  year  and  maintain  a  stable  pool  of  24,000  active  grants  without  "downward  ne- 
gotiations." Last  year,  Congress  abandoned  this  plan  and  passed  a  1993  budget  for 
NIH  which  was  about  $200  million  short  of  the  amount  needed  to  cover  the  cost 
of  biomedical  research  inflation.  The  proposed  budget  increase  for  fiscal  year  1994 
will  add  to  the  dire  situation  for  biomedical  research  because  the  proposed  increase 
is  only  3.2  percent,  which  is  again  below  the  biomedical  inflation  rate  projected  at 
4.7  percent.  Although  the  Administration's  proposed  budget  earmarks  funding  for 
important  areas  sucn  as  AIDS,  vaccines,  tuberculosis  and  the  genome  project,  basic 
biomedical  research  would  be  hurt  most  severely  by  the  budget  request.  As  you 
know,  basic  research  cannot  promise  specific  cures  in  a  defined  time,  but  without 
a  continuous  flow  of  new  basic  knowledge  over  the  long-term,  few  treatments,  cures 
or  prevention  of  disease  are  possible.  Gene  therapy  is  the  most  promising  approach 
to  prevention  of  many  inherited  diseases.  The  most  effective  means  of  gene  delivery 
is  use  of  recombinant  viruses.  Without  our  previous  investment  in  research  focused 
on  basic  viral  replication,  these  life-saving  therapies  would  not  be  available.  The 
most  effective  approach  to  improving  health  lies  in  fostering  the  research  that  in- 
creases understanding  of  the  disease  process. 

The  U.S.  must  be  at  the  frontier  of  basic  research  as  well  as  applications  of  tech- 
nology to  achieve  economic  progress.  The  nation's  economy  can  benefit  greatly  from 
the  results  of  basic  research.  Basic  research  supported  by  the  NIH  has  led  to  U.S. 
preeminence  in  biotechnology,  which  is  critical  to  industrial  growth  in  the  U.S.  Bio- 
technology is  making  a  growing  contribution  to  our  nation's  economy.  We  are  just 
on  the  threshold  in  biotechnology  research  and  the  largest  portion  of  the  recogmzed 
opportunities  in  biotechnology  Tie  ahead  of  us.  With  increased  investment  in  basic 
research,  opportunities  in  biotechnology  can  be  pursued  which  can  make  significant 
reductions  in  health  care  costs  through  advances  in  early  diagnosis  and  preventive 
care.  But  continued  U.S.  dominance  in  biotechnology  depends  on  maintaining  strong 
research  and  training  programs  funded  by  the  NIH.  We  are,  therefore,  very  con- 
cerned that  the  institute  devoted  most  exclusively  to  basic  science,  the  National  In- 
stitute of  General  Medical  Sciences  (NIGMS),  is  to  receive  only  a  0.1  percent  in- 
crease in  the  Administration's  budget.  The  proposed  budget  for  NIGMS  is  woefully 
inadequate  and  does  not  reflect  a  strong  commitment  to  the  future  of  biotechnology 
in  the  U.S.  The  NIGMS  is  a  vitally  important  basic  science  institute  which  supports 
excellent  research  and  training  programs  and  also  administers  the  Minority  Access 
to  Research  Careers  (MARC)  program,  as  well  as  initiatives  to  improve  the  rep- 
resentation of  minorities  among  Ph.D.  recipients  and  their  overall  numerical  rep- 
resentation in  the  biomedical  science  workforce. 

Biomedical  research  and  biotechnology  are  a  real  investment  in  the  future  and 
should  be  maintained  as  a  high  priority  as  this  Administration  tries  to  solve  the  na- 
tion's health,  environmental  and  economic  problems.  Federal  investment  in  NIH 
supported  research  has  led  to  a  scientific  revolution,  a  golden  age  of  scientific  oppor- 
tunities to  improve  human  health.  However,  scientific  progress  against  disease  will 
be  limited  by  the  Administration's  proposed  budget.  Much  promising  research  will 
go  unfunded,  which  has  the  effect  oi  not  only  delaying  new  discoveries,  but  also  dis- 
couraging students  from  pursuing  careers  in  the  biological  sciences.  Investigator-ini- 
tiated research  projects  are  the  first  step  in  any  major  scientific  development  that 
ultimately  impacts  on  human  health  and  public  welfare.  The  strength  of  the  U.S. 
biomedical  research  enterprise  relies  on  investigator-initiated  research  grants,  yet 
these  grants  will  be  underfunded,  actually  scaled  back,  in  the  Administration's 
budget  request  for  NIH.  The  Administration's  budget  allows  virtually  no  increase 
in  the  average  cost  of  grants  relative  to  fiscal  year  1993.  In  fiscal  1994,  the  number 
of  new  and  competing  grants  will  decline  to  5,594,  a  drastic  reduction  from  the 
6,795  new  and  competing  grants  funded  in  fiscal  1992.  If  the  Administration's  budg- 
et is  enacted,  many  of  the  NIH  institutes  will  be  able  to  support  only  one  out  of 
five  grant  applications  in  the  coming  year.  This  will  have  a  devastating  effect  on 
the  biomedical  research  enterprise  and  on  our  ability  to  tap  the  many  scientific  op- 
portunities ready  to  be  explored.  Many  well  trained  scientists  are  already  beginning 
to  drop  out  of  the  system  due  to  lack  of  support.  Entire  laboratories  are  closing. 
Equipment  is  gaining  dust  due  to  lack  of  research  supplies  and  personnel.  Thus  we 
are  not  only  losing  "interest  on  our  previous  investments,"  but  the  system  is  rapidly 
heading  toward  bankruptcy. 

This  underinvestment  in  basic  biomedical  research  now  will  limit  future  growth 
in  applied  areas,  particularly  biotechnology.  The  biotechnology  industry  is  increas- 
ingly dependent  on  scientific  personnel  trained  in  universities  in  basic  research 
areas.  Sustained  support  for  basic  research  also  affects  advances  in  biotechnology 


and  advances  in  health-related  biotechnology  offer  the  best  hope  in  the  long-term 
for  containing  health  care  costs.  Nearly  $280  million  in  clinical  trials  were  not  initi- 
ated this  year  due  to  lack  of  funds.  We  have  previously  paid  for  the  work  that  has 
led  to  these  clinical  trials  but  without  the  clinical  trials  the  information  cannot  be 
applied  at  the  bedside. 

The  National  Institute  of  Allergy  and  Infectious  Diseases  (NIAID)  funds  much  of 
the  research  in  the  microbiological  sciences.  Its  programs,  both  AIDS  and  non-AIDS, 
are  extremely  important  as  the  U.S.  faces  increasing  threats  from  emerging  new  in- 
fectious diseases,  resurgence  of  previously  controlled  diseases,  and  growing 
epidemics  caused  by  organisms  that  have  become  virulent  or  less  treatable.  Sci- 
entists are  discovering  that  diseases  currently  of  unknown  origin  also  may  be  infec- 
tious in  nature  or  due  to  immune  system  disorders.  Although  the  NIAID  received 
additional  "investment"  money  in  the  President's  budget  for  vaccines  ($28.8  million) 
and  for  tuberculosis  ($6.4  million),  and  we  support  these  increases,  the  NIAID's  non- 
AIDS  research  budget  would  decline  by  8  percent  if  you  exclude  these  specific  tar- 
geted areas.  The  estimated  funding  for  non-AIDS  research  will  be  at  the  10th  per- 
centile, a  dismal  situation  for  infectious  disease  research  in  the  U.S.  This  means 
that  important  work  related  to  foodborne  illnesses,  infections  related  to  premature 
birth  and  infant  mortality  will  not  be  funded. 

It  is  our  understanding  that  the  NIH  computed  the  administrative,  streamlining, 
and  FTE  reductions  based  on  each  institute's  total  budget  and  total  FTE's,  i.e., 
AIDS  plus  non-AIDS,  but  that  the  entire  reduction  was  applied  against  the  non- 
AIDS  portion  of  these  accounts.  While  we  endorse  the  Administration's  plan  to  pro- 
tect the  NIH  AIDS  research  budget  from  any  reductions,  the  methodology  used  to 
determine  the  amount  of  reductions  required  the  NIAID's  non-AIDS  budget  to  ab- 
sorb the  entire  amount  and  will  result  in  a  considerable  decrease  to  NIAID's  non- 
AIDS  research  programs.  Since  close  to  50  percent  of  NIAID's  budget  is  AIDS,  a 
large  base  was  used  to  determine  the  amount  of  the  total  reductions,  but  the  reduc- 
tions could  only  be  applied  against  half  of  its  budget.  This  results  in  a  substantially 
greater  reduction  to  the  NIAID's  non-AIDS  research  programs  than  to  the  NIH's 
overall  non-AIDS  programs.  The  same  approach  was  used  to  determine  NIAID's 
FTE  levels.  The  entire  FTE  ceiling — AIDS  plus  non-AIDS— was  used  as  the  base, 
but  the  reduction  could  only  be  taken  against  the  non-AIDS  research  programs. 
Thus,  while  the  NIH  overall  non-AIDS  FTE  reduction  is  about  4.2  percent,  the 
NIAID  non-AIDS  FTE  reduction  is  6.4  percent.  This  is  occurring  at  a  time  when 
the  NIAID  must  launch  a  significant  program  in  vaccine  development  related  to 
children's  diseases  and  tuberculosis. 

Additional  budgetary  resources  are  badly  needed  for  the  NIH  in  fiscal  1994,  par- 
ticularly for  investigator-initiated  research  project  grants.  The  estimated  success 
rate  of  21.6  percent  for  new  and  competing  research  project  grants  will  slow  down 
the  entire  biomedical  research  enterprise  and  will  also  have  a  negative  effect  on 
young  scientists  who  gain  direct  training  from  working  on  research  project  grants. 
We  recommend  a  continued  emphasis  on  and  enhanced  fiscal  support  for  NIH's 
basic  research  programs.  Knowledge-driven  research  leads  to  scientific  break- 
throughs over  the  long-term,  and  through  basic  research  support,  NIH  contributes 
to  the  education  and  training  of  the  next  generation  of  scientists.  The  health  and 
economy  of  the  U.S.  is  linked  to  the  level  of  support  that  we  are  able  to  provide 
for  biomedical  research. 

The  ASM  endorses  the  fiscal  year  1994  budget  for  the  NIH  of  $11.6  billion  rec- 
ommended by  the  Ad  Hoc  Group  for  Medical  Research  Funding.  The  Ad  Hoc  Group's 
recommendation  takes  into  account  the  NIH  Financial  Management  Plan  and  the 
need  for  stability  in  research  funding.  The  Ad  Hoc  Group's  proposal  would  support 
6,800  investigator-initiated  research  project  grants  (the  total  includes  the  former 
ADAMHA  institutes),  as  well  as  research  training,  clinical  research  and  the  re- 
search infrastructure.  The  Ad  Hoc  Group  encourages  Congress  to  work  toward  a 
goal  of  funding  35  percent  of  applications  at  NIH  and  achieving  this  goal  within  the 
next  five  years. 

In  conclusion,  we  urge  Congress  to  continue  the  momentum  of  scientific  progress 
and  to  maintain  U.S.  leadership  in  biomedical  research  and  biotechnology  by  in- 
creasing the  budget  for  the  NIH.  We  appreciate  your  continuing  support  for  medical 
research  which  is  so  important  to  the  national  interest  and  to  millions  of  Americans 
suffering  from  disease  and  disability. 

RECOMMENDATION  SUMMARY 

Support  increased  funding  for  investigator-initiated  research  which  will  be  se- 
verely impacted  by  the  Administration's  budget  request  for  the  National  Institutes 
of  Health.  The  1994  budget  would  fund  only  5,594  new  and  competing  grants,  ap- 


proximately  1,200  fewer  than  the  6,795  funded  in  fiscal  year  1992.  The  success  rate 
would  drop  to  an  estimated  21.6  percent.  The  Administration's  budget  proposes  no 
inflationary  increase  for  the  cost  of  research  project  grants. 

Support  a  continued  emphasis  on  and  enhanced  fiscal  support  for  NIH's  basic  re- 
search programs.  Knowledge-driven  research  leads  to  scientific  breakthroughs  over 
the  long-term,  and  through  basic  research  support,  NIH  contributes  to  the  education 
and  training  of  the  next  generation  of  our  nation's  researchers.  The  health  and  econ- 
omy of  the  U.S.  is  linked  to  the  level  of  support  that  we  are  able  to  provide  for  bio- 
medical research. 

Support  additional  resources  for  the  NIGMS  which  would  receive  only  a  0.1  per- 
cent increase  in  the  Administration's  request.  NIGMS  is  the  basic  science  institute 
which  focuses  on  fundamental,  non-disease  specific  investigations  in  the  biomedical 
sciences,  particularly  related  to  biotechnology. 

Support  enhanced  resources  for  the  NIAJD  which  supports  extremely  important 
infectious  disease  research.  Its  programs,  both  AIDS  and  non-AIDS,  are  important 
as  the  U.S.  faces  increasing  threats  from  emerging  new  infectious  diseases,  resur- 
gence of  previously  controlled  diseases,  and  growing  epidemics  caused  by  organisms 
that  have  become  virulent  or  less  treatable.  The  NIAID's  non-AIDS  research  budget 
would  decline  by  8  percent  when  targeted  areas  for  AIDS  are  not  included. 

STATEMENT    OF   JENNIFER    HUTCHINSON,    THE    TMJ   ASSOCIATION, 
LTD. 

Senator  Murray.  Jennifer  Hutchinson. 

Ms.  Hutchinson.  Thank  you.  I  am  here  to  testify  today  about  a 
disorder  known  as  TMJ,  temporomandibular  joint,  or  TMD, 
temporomandibular  disorder.  It  is  a  disorder  of  the  jaw  joint  that 
affects  1  in  5  Americans,  80  percent  of  whom  are  women.  Symp- 
toms range  from  clicking  and  popping  sounds  in  the  joint  to  severe 
debilitating  pain. 

Despite  the  pervasiveness  of  this  disorder,  only  0.07  percent  of 
the  NIH  1992  budget  was  directed  toward  TMD  research.  The  lack 
of  hard  science  has  contributed  to  what  some  professionals  are 
finding  among  their  TMD  patient  populations,  that  50  percent  are 
victims  of  iatrogenic  dentistry,  or  disease  created  by  the  dentist 
through  the  use  of  unscientific  and  inappropriate  treatments. 

The  absence  of  basic  research  has  also  permitted  what  one  re- 
searcher has  called  the  great  American  medical  disaster,  TMJ  im- 
plants. The  proplast-teflon  implants  were  recalled  in  December 
1990  due  to  their  high  failure  rate,  resulting  in  progressive  bone 
degeneration,  excruciating  pain,  a  broad  range  of  immune  system 
effects,  and  what  the  FDA  says  is  open  communication  to  the 
brain,  meaning  holes  in  the  skull. 

One  TMJ  implant  victim  writes: 

My  life  hasn't  changed,  it's  gone.  I  feel  like  a  big  blob  of  pain  with  burning  hot 
screws  constantly  twisting  into  my  skull.  This  pain  never  goes  away.  Every  day  of 
my  life  begins  with  thoughts  of  suicide. 

The  bottom  line  is  that  these  people's  lives  have  been  destroyed, 
and  little,  if  anything,  is  being  done  to  address  the  numerous  medi- 
cal needs  they  face  for  the  rest  of  their  lives. 

An  equally  distressing  problem  is  that  some  of  these  people  are 
seriously  ill  and  may  not  even  know  that  their  implants  have  bro- 
ken down  and  material  is  migrating  throughout  their  bodies. 

We  offer  the  following  recommendations: 

No.  1,  that  Congress  direct  the  Department  of  Health  and 
Human  Services  to  establish  a  task  force  to  determine  which  Insti- 
tutes are  best  able  to  utilize  existing  intellectual  expertise  and  sci- 
entific protocols,  and  apply  them  to  the  study  of  TMD. 


We  then  recommend  that  special  funding  be  allocated  for  con- 
trolled scientific  studies  in  the  areas  of  epidemiology  and  etiology, 
both  in  nonsurgical  patients  as  well  as  implant  recipients. 

No.  2,  that  NIH  initiate  an  immediate  intensive  campaign  to 
educate  both  the  public  and  professionals  on  realities  of  this  dis- 
order and  the  efficacy  of  current  treatments. 

No.  3,  that  the  Department  of  Health  and  Human  Services  be  di- 
rected to  conduct  a  national  public  health  media  notice  of  the  recall 
on  the  proplast-teflon  implants.  And,  No.  4,  that  a  national  registry 
of  TMJ  implant  recipients  be  funded  to  study  the  physical,  psycho- 
logical, financial,  and  social  damage  caused  by  these  implants. 

In  closing,  I  would  like  to  share  with  you  excerpts  from  one  of 
the  many  letters  that  we  have  received  from  TMD  sufferers. 

My  husband  has  been  suffering  with  TMJ  dysfunction  for  10  years.  He  has  no  life. 
He  is  in  pain  all  the  time,  and  as  a  result  has  trouble  at  home,  trouble  at  work, 
just  plain  trouble  with  everything.  Our  family  is  falling  apart.  Please  help. 

A  deplorable  lack  of  science  has  left  all  TMD  victims  desperate 
and  in  no-win  situations.  I  think  the  people  of  this  country  deserve 
better. 

I  appreciate  the  opportunity  to  speak  with  you  today,  and  ask 
that  you  seriously  consider  our  recommendations. 

Thank  you. 

Senator  Murray.  What  kind  of  research  is  being  done  at  NIH  on 
TMJ  right  now? 

PREPARED  STATEMENT 

Ms.  Hutchinson.  Very  little.  Most  of  the  research  that  has  been 
funded  in  the  past  has  been  to  look  at  the  psychosocial  ramifica- 
tions of  the  disorder  to  find  out  how — to  identify  a  TMD  personality 
and  find  out  how  stressed  out  we  are,  mainly  because  80  percent 
of  us  are  women,  I  think,  to  the  neglect  of  basic  science.  And  with- 
out clinical  and  basic  research,  this  disaster  will  continue  happen- 
ing and  these  people's  lives  will  continue  being  destroyed,  as  they 
have  been  in  the  past. 

Senator  Murray.  Thank  you. 

Ms.  Hutchinson.  Thank  you. 

[The  statement  follows:] 

Statement  of  Jennifer  Hutchinson 

Temporomandibular  disorder  (TMD),  commonly  referred  to  as  'TMJ,"  is  a  term 
used  to  describe  a  variety  of  disorders  of  the  jaw  joint.  It  affects  one  in  five  Ameri- 
cans, 80  percent  of  whom  are  women.  Symptoms  range  from  clicking  and  popping 
sounds  in  the  joint  to  severe,  debilitating  pain  and  biomechanical  dysfunction.  Al- 
though 80  percent  of  people  with  TMD  get  better  with  no  treatment  or  with  conserv- 
ative therapy  such  as  moist  heat  and  over-the-counter  painkillers,  others  spend 
years  of  their  lives  and  thousands  of  dollars  on  unproven  and  unscientifically  based 
treatments  that  generally  make  them  worse  and  are  not  covered  by  insurance.  For 
many,  the  result  is  a  lifetime  of  chronic,  unrelenting  pain  and  disability.  Every  day 
we  hear  stories  of  failed  marriages,  lost  careers,  bankruptcy,  and  families  torn 
apart. 

Despite  the  pervasiveness  of  this  disorder  and  its  ability  to  totally  devastate  lives, 
the  state  of  the  art  of  TMD  is  best  characterized  as  follows: 

One,  there  is  no  consensus  among  professionals  as  to  definition,  cause,  diagnosis, 
or  treatment,  leading  to  many  diverse  "standards  of  care." 

Two,  few  treatments  are  supported  by  valid  scientific  evidence  because  little  re- 
search has  been  conducted  to  determine  the  cause  of  TMD  or  the  safety  and  efficacy 
of  current  treatment  modalities.  Only  two  percent  of  the  National  Institute  of  Den- 
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tal  Research  (NIDR)  or  .07  percent  of  the  total  NIH  1992  budget,  was  directed  to- 
ward TMD  research.  The  majority  of  funding  over  the  years  has  been  to  study  the 
psychosocial  aspects  to  the  neglect  of  basic  science. 

Three,  in  contrast  to  the  number  of  dollars  allocated  to  research,  approximately 
$32  billion  is  spent  annually  on  the  treatment  of  craniofacial  pain. 

The  absence  of  basic  research  has  permitted  what  one  researcher  calls  "the  Great 
American  Medical  Disaster" — the  iatroepidemic  of  temporomandibular  joint  im- 
plants. TMJ  implants  date  back  almost  thirty  years,  when  surgeons  first  began 
using  various  materials  and  devices  to  replace  all  or  part  of  the  jaw  joint.  Most  of 
these  implants  were  approved  by  the  FDA  without  adequate  animal  or  clinical  stud- 
ies. 

The  Proplast-Teflon  implants  manufactured  by  Vitek,  Inc.  were  recalled  in  Decem- 
ber 1990  due  to  their  high  failure  rate.  However,  efforts  by  the  FDA  have  failed  to 
locate  even  one-fifth  of  the  estimated  26,000  people  who  received  the  interpositional 
implants,  or  discs.  To  date,  only  312  people  with  the  Vitek  implants  are  registered 
with  Medic  Alert's  International  Implant  Registry,  and  less  than  200  patient  notifi- 
cation confirmation  forms  have  been  received  by  Medic  Alert  from  oral  and  maxillo- 
facial surgeons.  Needless  to  say,  many  doctors  have  not  told  their  patients  about 
the  recall  or  potential  dangers  of  these  implants. 

According  to  studies,  the  implants  are  deteriorating — often  without  any  clinical 
symptoms.  By  the  time  symptoms  do  appear,  the  damage  can  be  well  advanced  and 
irreparable.  Some  people  have  experienced  progressive  bone  degeneration  in  as  little 
as  one  or  two  years,  resulting  in  chronic,  excruciating  pain,  reduced  jaw  mobility, 
permanent  loss  of  masticatory  function,  permanent  hearing  damage,  a  broad  range 
of  immune  system  effects,  and  what  the  FDA  says  is  "open  communication  to  the 
brain"  meaning  holes  in  the  skull,  exposing  the  brain  to  infection  and  migration  of 
the  particles  of  material  into  the  brain.  The  damage  and  autoimmune  response 
brought  about  by  the  body's  giant  cell  reaction  can  continue  long  after  explanation 
and  require  further  medical  treatment.  We  hear  reports  of  dementia,  paralysis,  tu- 
mors, and  always  the  excruciating,  intractable  pain.  All  the  effects  of  these  implants 
are  not  yet  known,  and  there  is  no  evidence  that  the  damage  can  be  reversed. 

The  concern  over  TMJ  devices  resulted  in  the  hearing  held  in  June  of  1992  by 
the  Subcommittee  on  Human  Resources  and  Intergovernmental  Relations.  According 
to  the  late  Ted  Weiss,  chairman  of  the  committee,  "there  is  evidence  that  the  over- 
whelming majority  of  the  grafts  and  implants  that  have  been  used  so  far  will  even- 
tually fail,  if  they  haven't  already." 

These  implant  failures  have  resulted  in  an  ever-growing  medical  disaster.  Because 
of  the  bone  destruction  and  tissue  damage  caused  by  the  implants,  implant  recipi- 
ents will  eventually  need  multiple  revision  surgeries.  Presently,  there  is  no  FDA- 
approved,  safe,  or  functional  implant  on  the  market  to  replace  the  ones  that  have 
failed.  Many  implant  victims  have  inadequate  insurance  coverage  or  no  coverage  at 
all,  and  cannot  afford  to  have  their  implants  removed,  or  to  pay  for  follow-up  care, 
complications,  and  pain  management.  Reconstructive  surgeries  often  cost  between 
$35,000  and  $85,000,  and  we  know  one  patient  whose  pain  medication  alone  costs 
$1,000  a  month.  This  woman,  like  many  others,  is  unable  to  function  on  a  day-to- 
day basis,  let  alone  work  and  lead  a  normal,  productive  life.  An  equally  distressing 
problem  is  that  many  people  with  TMI  implants  are  not  aware  of  potentially  serious 
risks  posed  by  their  implants.  Some  of  these  people  are  seriously  ill  and  may  not 
even  know  that  their  implants  have  already  failed,  shattered  in  their  heads,  and 
are  migrating  throughout  their  bodies.  The  bottom  line  is  that  these  people's  lives 
have  been  destroyed,  and  little,  if  anything,  is  being  done  to  address  the  numerous 
medical  needs  they  will  face  for  the  rest  of  their  lives. 

We  offer  the  following  recommendations: 

One,  that  Congress  direct  the  Department  of  Health  and  Human  Services  to  es- 
tablish a  task  force  composed  of  scientists  who  can  determine  which  institutes  are 
best  able  to  utilize  existing  intellectual  expertise  and  scientific  protocols  and  apply 
them  to  the  study  of  TMD.  Although  the  NIDR  could  assess  the  pain  component  of 
TMD,  it  is  evident  that  several  other  important  areas  of  expertise  are  lacking  within 
this  institute,  and  it  would  seem  redundant  and  costly  to  attempt  to  duplicate  re- 
sources. For  example,  the  Allergy  and  Infectious  Disease  Institute  could  study  the 
Problems  associated  with  systemic  immune  responses  to  TMJ  implant  materials. 
he  Arthritis  Institute  could  study  the  biomechanics  and  biochemistry  of  the 
temporomandibular  joint  and  related  musculature.  To  enhance  research  efforts,  the 
FDA  could  provide  scientists  with  information  they  have  obtained  through  their  in- 
vestigation of  TMJ  implants  over  the  last  few  years. 

We  then  recommend  that  special  funding  be  allocated  for  controlled  scientific 
studies  in  the  following  areas:  (a)  epidemiology  of  non-patient  population  base  as 


well  as  patient  population;  and  (b)  etiology — from  the  molecular,  biomechanical, 
neuroendocrine,  as  well  as  physiological  andclinical  perspectives. 

Two,  that  the  Department  of  Health  and  Human  Services  be  directed  to  conduct 
a  national  public  health  media  notice — both  in  print  and  on  television — of  the  recall 
on  Proplast-Teflon  implants  to  inform  patients  of  possible  risks  associated  with  their 
implants. 

Three,  that  NIH  initiate  an  immediate,  intensive  informational  campaign  to  edu- 
cate both  the  public  and  professionals  on  the  realities  of  this  disorder  and  the  effi- 
cacy of  current  treatments. 

Four,  that  a  national  database  of  TMJ  implant  recipients  is  funded  so  that  sci- 
entists can  remain  apprised  of  new  symptoms  of  disease  processes  occurring  in  im- 
plant recipients.  A  registry  will  serve  as  an  effective  method  for  tracking  these  peo- 
f)le,  as  well  as  a  database  from  which  surveys  can  be  conducted  to  obtain  epidemio- 
ogical  and  etiological  information.  This  information  will  allow  for  outcome  assess- 
ment of  the  physical,  psychological,  financial,  and  social  damage  of  implant  recipi- 
ents. 

I  would  like  to  share  withyou  a  letter  written  by  the  wife  of  a  TMD  sufferer. 

My  husband  has  been  suffering  with  TMJ  dysfunction  for  ten  years.  Although  he 
has  not  had  an  implant,  we  are  still  going  around  in  circles  with  different  treat- 
ments. I  think  maybe  over  time  the  mouthpieces  he  has  been  wearing  have  probably 
made  things  worse.  Now  the  doctors  are  talking  about  braces.  Do  you  have  the  lat- 
est information  on  this  disorder  and  maybe  a  list  of  doctors  that  really  know  what 
they're  doing?  My  husband  has  no  life.  He's  in  pain  all  the  time  and,  as  a  result, 
has  trouble  at  home,  trouble  at  work,  just  plain  trouble  with  everything.  We've  been 
to  dentists,  oral  surgeons,  psychiatrists,  you  name  it .  .  .  some  relief  for  awhile,  and 
it's  back.  I  hope  you  can  help  in  some  way.  Our  family  is  falling  apart. 

Unfortunately,  we  have  no  answers  for  this  woman — or  the  countless  number  of 
people  we  hear  from  daily — because  there  are  no  answers.  Even  worse  is  the  tragedy 
experienced  by  TMJ  implant  victims,  as  evidenced  by  the  following  excerpts  from 
testimony  presented  at  the  congressional  hearing  held  last  summer. 

My  life  hasn't  changed.  It's  gone.  I  feel  like  a  big  blob  of  pain,  with  big,  burning- 
hot  screws  constantly  twisting  into  mv  skull  bone  in  front  of  my  ears.  This  pain 
never  goes  away.  It  hurts  to  walk,  it  hurts  to  talk  sometimes  it  hurts  just  to  see. 
And  it  never  stops.  I  feel  useless,  completely  unproductive,  and  trapped  in  my  body 
of  pain.  Every  day  of  my  life  begins  with  thoughts  of  suicide.  I  honestly  don't  believe 
I  can  stand  the  pain  much  longer.  Unfortunately,  no  doctor  wants  the  responsibility 
of  treating  me.  They  all  seem  scared  of  my  complex  case  and  unwilling  to  accept 
what  little  insurance  I  have  left. 

The  financial  burden  has  been  almost  as  devastating  as  the  pain.  I  have  creditors 
calling  daily  to  collect  on  bills  the  insurance  doesn't  cover.  I  am  36  years  old,  and 
I've  been  unable  to  work  for  years.  My  parents  are  using  up  their  retirement  money. 
My  family  loves  me,  and  the  money  could  be  tolerated  if  we  didn't  feel  we  were 
throwing  it  into  a  black  hole  of  empty  lies  and  broken  promises. 

Another  patient  writes: 

I  have  bad  days  and  worse  days.  I  have  no  pain-free  days.  I've  had  fifteen  sur- 
geries, and  each  time  I  kissed  my  children  good-bye,  I  knew  I  might  never  see  them 
again.  There  have  been  times  when  I  prayed  I  wouldn't  wake  up. 

These  are  not  isolated  cases.  It  is  almost  impossible  to  believe  that  this  has  been 
allowed  to  happen.  But  it  will  continue  to  happen  without  research.  A  deplorable 
lack  of  science  has  left  implant  victims  desperate  and  all  TMD  victims  in  '^lo-win" 
situations. 

We  appreciate  the  opportunity  to  speak  to  you  today,  and  ask  that  you  seriously 
consider  our  recommendations.  We  desperately  need  help.  Thank  you. 

STATEMENT  OF  GLORIA  E.  REICH,  AMERICAN  TINNITUS  ASSOCIATION 

Senator  Murray.  Our  next  witness  is  Gloria  Reich. 

Dr.  Reich.  Yes;  good  afternoon.  I  thank  the  subcommittee  for  al- 
lowing me  to  come  and  urge  full  funding  for  the  budget  for  1994 
for  the  National  Institute  on  Deafness  and  Communicative  Dis- 
orders. I  do  this  with  mixed  feelings,  because  the  people  I  represent 
who  have  tinnitus,  which  is  ringing  in  the  ears  or  head  noises, 
number  many.  But  the  attention  paid  to  them  is  little. 

The  National  Institute  on  Deafness  and  Communicative  Dis- 
orders is  proposing  only  $751,000  out  of  a  budget  of  over  $153  mil- 
lion for  tinnitus  research.  That  is  less  than  one-half  of  1  percent 
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when,  in  fact,  the  tinnitus  sufferers  represent  about  20  percent  of 
the  constituency  that  the  NIDCD  serves. 

Tinnitus  is  the  perception  of  sound  when  no  sound  is  present. 
That  may  sound  trivial  to  people  who  do  not  experience  it,  but  for 
those  who  do  it  means  that  there  is  an  incessant  sound  in  their 
head  24  hours  a  day,  which  can  disrupt  their  lives  considerably,  it 
can  break  their  concentration  forcing  them  to  have  to  change  or 
quit  jobs,  it  can  ruin  their  social  lives,  and  it  can  destroy  their 
sleep  and  their  health,  in  general. 

In  these  days  when  we  are  so  concerned  about  the  use  of  the 
health  services  in  this  country,  these  are  people  who  are  overusing 
the  services  because  of  this  condition  which  is  at  this  point  not  able 
to  be  cured.  That  points  up  the  need  for  research  in  this  area. 

PREPARED  STATEMENT 

There  are  opportunities  now  for  research  which  will  bring  us 
very  far  along  toward  licking  the  problem,  and  we  want  to  urge  the 
committee  to  do  whatever  you  can  to  encourage  a  National  Insti- 
tute on  Deafness  to  spend  an  appropriate  amount  of  their  funding 
for  research  about  tinnitus. 

Thank  you  for  inviting  me. 

Senator  Murray.  Thank  you,  very  much. 

[The  statement  follows:] 

Statement  of  Gloria  E.  Reich 

Good  afternoon,  I  am  Gloria  Reich,  Executive  Director  of  the  American  Tinnitus 
Association.  I  am  hearing-impaired  and  I  experience  tinnitus,  a  condition  shared  by 
50,000,000  Americans.  Thank  you  for  inviting  me  to  speak  to  you  about  the  budget 
for  the  National  Institute  on  Deafness  and  other  Communicative  Disorders.  Those 
of  us  with  tinnitus  have  supported  the  creation  of  the  NIDCD  and  its  full  funding 
for  research  into  various  hearing  problems. 

WHAT  IS  TINNITUS? 

Tinnitus  is  most  often  described  as  the  perception  of  sound  when  no  external 
sound  is  present.  It  can  take  the  form  of  ringing,  hissing,  roaring,  whistling,  chirp- 
ing, or  clicking.  The  noise  can  be  intermittent  or  constant,  single  or  multiple  tones, 
subtle  or  at  a  life-shattering  level.  It  can  strike  people  of  all  ages  and  for  most,  it 
does  not  go  away. 

WHAT  CAUSES  TINNITUS? 

Tinnitus  signals  a  problem  in  the  auditory  system.  The  exact  mechanism  is  not 
known  but  tinnitus  most  often  follows  exposure  to  loud  noise.  It  can  follow  an  ill- 
ness, an  ototoxic  drug,  an  allergic  reaction,  problem  with  bite  (Temporomandibular 
joint  disorder),  and  numerous  other  "causes"  that  people  cite. 

TINNITUS  SUFFERERS  WANT  A  CURE 

The  desire  of  the  American  Tinnitus  Association  and  its  members  is  to  support 
and  encourage  research  and  education  about  tinnitus  with  the  goal  that  a  cure  be 
found  in  the  next  decade.  Since  ATA's  inception  in  1971,  we've  seen  more  than  two 
thousand  scholarly  papers  written  about  tinnitus,  at  least  10  books  dealing  with 
tinnitus  as  a  subject,  and  the  formation  of  workshops,  seminars,  and  support  groups 
to  aid  tinnitus  management.  However,  from  the  point  of  view  of  a  tinnitus  sufferer, 
we  still  haven't  produced  a  cure.  And  a  cure,  let  me  assure  you,  is  what  sufferers 
want! 

RESEARCH  POSSIBILITIES 

Research  efforts  during  the  last  few  years  have  broadened  our  knowledge  of  the 
auditory  system  so  that  studies  relating  to  the  actual  mechanisms  causing  tinnitus 
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are  now  possible  and  should  be  encouraged.  Two  such  projects  have  recently  been 
funded  by  ATA,  but  the  association's  funding  capabilities  are  infinitesimal  compared 
to  the  vast  resources  of  government. 

INVOLVEMENT  OF  THE  NATIONAL  INSTITUTE  ON  DEAFNESS  AND  COMMUNICATION 

DISORDERS 

Last  month  I  received  information  from  the  National  Center  for  Health  Statistics 
that  showed  22,680,000  Americans  suffering  from  hearing  impairment;  6,490,000 
suffering  from  tinnitus;  and  2,788,000  suffering  from  speech  impairment.  At  about 
the  same  time  I  received  a  handsomely  bound  report  from  the  NIDCD  Advisory 
Board  (NIH  Publication  Number  92-3317)  which  detailed  the  research  activities  of 
the  institute  for  the  previous  year.  The  NIDCD  publication  devoted  about  half  its 
space  to  descriptions  of  hearing  research  and  the  other  half  to  research  about  bal- 
ance, smell,  taste  and  voice  disorders.  No  research  about  tinnitus  is  reported  or  even 
alluded  to  within  the  other  topics,  and  the  word  tinnitus  does  not  appear  in  the  en- 
tire NIDCD  document! 

WHAT  DOES  TINNITUS  COST  SOCIETY? 

People  with  tinnitus  are  experiencing  a  problem  which  has  high  social  costs  for 
our  country.  Surveys  during  the  last  decade  have  shown  that  from  9  to  14  percent 
of  those  with  tinnitus  had  to  change  jobs  or  quit  working  altogether  because  of  it. 
Fourteen  percent  of  the  estimated  50  million  cases  is  7  million  people  who  are  no 
longer  productive  members  of  our  society.  While  the  NCHS  statistics  differ  from 
other  estimates,  it  is  thought  that  the  6.5  million  people  are  suffering  from  "severe" 
tinnitus,  and  that  the  50  million  represents  the  total  number  of  people  who  have 
ever  experienced  it.  No  matter  how  the  figures  are  interpreted,  tinnitus  is  a  serious 
and  widespread  public  health  problem.  As  you  look  for  ways  to  trim  the  cost  of  gov- 
ernment, here  is  a  classic  example  of  how  money  spent  for  research  and  treatment 
development  can  directly  affect  the  economy.  If  tinnitus  could  be  alleviated,  the  peo- 
ple mentioned  above  who  are  lost  to  the  workforce  would  be  able  to  resume  employ- 
ment and  enjoy  productive  and  better  lives. 

WHO  SUFFERS  FROM  TINNITUS? 

Tinnitus  was  once  considered  a  disease  of  the  elderly.  Today,  as  the  effects  of 
noise  are  being  felt  by  younger  people,  the  condition  is  troubling  those  in  their  20s, 
30s,  and  40s,  the  years  of  maximum  productivity.  We  occasionally  hear  of  very 
young  children  being  afflicted  with  tinnitus  as  well.  In  fact,  tinnitus  might  be 
thought  of  as  a  "bonus"  condition  occurring  with  many  forms  of  auditory  damage. 
There  are,  however,  about  8  percent  of  tinnitus  sufferers  who  have  no  perceptible 
or  measurable  hearing  loss. 

WHAT  CAN  BE  DONE  ABOUT  IT? 

The  American  Tinnitus  Association  provides  educational  materials  to  help  people 
understand  tinnitus.  ATA  also  encourages  and  supports  a  nationwide  network  of 
tinnitus  support  groups  and  professional  referrals.  A  quarterly  magazine  Tinnitus 
Today  contains  timely  articles  and  tips  for  those  with  tinnitus.  In  addition  to  the 
small  research  projects  that  ATA  supports,  support  is  also  given  to  educational  sem- 
inars for  people  in  the  hearing  health  professions  to  help  them  provide  better  treat- 
ment for  their  tinnitus  patients. 

Currently  there  are  various  treatments  that  can  help  some  people  better  manage 
or  control  their  tinnitus.  The  most  effective  treatment  is  called  masking,  where  a 
ir.#re  acceptable  sound  is  substituted  for  the  internal  noise.  Another  treatment  in- 
volves the  use  of  drugs.  Certain  drugs  can  suppress  tinnitus  in  some  patients  for 
a  time  and  offer  temporary  relief  for  people  in  extreme  distress.  Other  patients  have 
found  that  procedures  involving  their  response  to  the  internal  noise  can  be  helpful. 
These  include  biofeedback,  relaxation  therapy,  cognitive  therapy,  and  various  alter- 
natives. Patients  with  hearing  loss  in  addition  to  their  tinnitus  often  are  benefited 
by  wearing  hearing  aids  or  instruments  incorporating  both  maskers  and  hearing 
aids.  These  available  treatments  work  to  greater  and  lesser  degrees  for  tinnitus  pa- 
tients. Far  too  many  people  however  experience  no  relief  at  all  from  any  treatment. 

WHAT  CAN  CONGRESS  DO  TO  HELP? 

I'm  here  to  urge  you  to  fully  fund  the  NIDCD  budget  for  1994.  Additionally  I  ask 
you  to  require  the  institute  to  fund  research  specifically  about  tinnitus.  And  on  be- 
half of  the  millions  of  Americans  suffering  with  this  chronic  and  debilitating  ringing 
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in  the  ears,  I  must  respectfully  insist  that  tinnitus  research  be  carried  out  at  least 
in  proportion  to  the  prevalence  of  the  impairments  identified  by  government  statis- 
tics. Using  these  current  statistics,  NIDCD  should  place  29  percent  of  its  hearing 
research  funding  into  tinnitus  studies. 

Later  this  year  ATA  will  be  bringing  together  25  principal  tinnitus  researchers 
for  a  brainstorming  meeting,  from  which  we  expect  to  produce  recommendations  for 
productive  tinnitus  research.  We  will  share  those  recommendations  with  the 
NIDCD,  with  the  expectation  that  they  will  implement  studies  to  further  our  knowl- 
edge of  this  condition  and  move  us  closer  to  a  cure. 

Thank  you! 

People  with  tinnitus  want  help  during  our  lifetimes.  We  thank  you  for  your  help. 

STATEMENT    OF    PETER    BELLERMAN,    NATIONAL    NEUROFIBROMA- 
TOSIS FOUNDATION 

Senator  Murray.  Our  next  witness  is  Peter  Bellermann. 

Mr.  Bellermann.  I  represent  the  National  Neurofibromatosis 
Foundation,  which  is  the  oldest  and  largest  NF  organization  in  the 
world,  serving  the  100,000  Americans  affected  by  NF.  The  founda- 
tion has  26  chapters  in  as  many  States,  and  over  50  affiliates  out- 
side the  United  States. 

Until  the  National  Neurofibromatosis  Foundation  made  its  first 
grants  in  1984  there  was  not  a  single  national  effort  on  NF  any- 
where in  the  world.  The  foundation  has  served  as  the  catalyst  of 
every  aspect  of  NF  research  ever  since.  On  our  research  board 
serve  the  heads  of  every  major  laboratory  interested  in  NF  re- 
search in  the  world. 

We  applaud  this  committee  and  the  Congress  for  their  prompt  re- 
sponse to  the  dramatic  recent  progress  in  NF  research  and  for  its 
encouragement  and  support  of  NF  research  at  the  National  Insti- 
tute of  Neurological  Disorders.  The  breakthroughs  that  have  oc- 
curred because  of  joint  Government  and  private  sector  efforts  in- 
clude the  cloning  of  the  NF1  gene  and  the  discovery  of  the  protein 
it  encodes. 

We  have  also  found  that  the  protein,  now  known  as 
neurofibromin,  is  implicated  in  the  development  of  a  number  of  rel- 
atively common  human  cancers.  And  so  tne  journal  Science  hailed 
these  discoveries  as  among  the  10  most  important  findings  in  all 
of  science  in  1990. 

Only  2  weeks  ago,  the  additional  cloning  of  the  NF2  gene  was 
announced,  and  with  it  its  gene  product  called  merlin.  And  this  dis- 
covery, too,  has  very  significant  implications  for  cancer  research, 
for  brain  tumor  research,  and  for  research  into  the  developmental 
disorders,  in  general.  As  a  result,  the  world's  scientists,  and  espe- 
cially molecular  biologists,  increasingly  consider  neurofibromatosis 
a  key  model  for  research  on  cancer  and  developmental  disorders. 

The  ability  to  study  proteins  which  function  as  tumor  suppres- 
sors and  the  ability  to  study  their  putative  mechanisms  of  action 
has  opened  up  enormous  areas  of  opportunity  for  scientists  in  can- 
cer and  neurobiology.  The  Congress  has  recognized  the  dramatic 
implications  of  NF  research  and  responded  very  quickly  by  urging 
the  NIH  last  year  to  create  a  temporary  interagency  advisory  com- 
mittee and  by  adding  last  year  to  the  NIH  funding  specifically  for 
NF  research. 

In  light  of  the  continued  rapid  progress  in  NF  research  during 
the  past  12  months,  we  consider  expanded  funding  of  the  NIH  for 
such  research  to  be  imperative.  A  funding  increase  for  fiscal  year 
1994  of  $10  million  has  been  previously  recommended  in  hearings 
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by  the  other  house.  Senator,  we  consider  such  funding  level  appro- 
priate, but  we  are  also  mindful  of  the  economic  climate  at  the  mo- 
ment which  may  dictate  a  lesser  increase.  If  so,  we  suggest  that  an 
increase  of  at  least  $4  million  is  desperately  needed  to  continue  to 
make  the  progress  we  are  currently  making  toward  the  cure  and 
prevention. 

We  also  recommend,  Senator,  that  given  the  findings  of  the  tem- 
porary interagency  committee  during  the  past  12  months,  a  na- 
tional commission  of  experts  on  NF  research  be  organized  and  that 
NINDS  be  allocated  an  additional  $500,000  to  cover  the  adminis- 
trative expenses  resulting  from  such  a  commission.  We  believe  that 
a  national  commission  is  needed  in  light  of  the  growing  significance 
of  NF  research  and  in  recognition  of  the  interdisciplinary  nature  of 
this  research,  which  involves  a  number  of  NIH  Institutes. 

Finally,  Senator,  I  want  to  bring  to  the  attention  of  the  commit- 
tee the  potentially  enormous  economic  benefits  which  we  believe 
will  result  from  NIH  funded  research.  In  addition  to  finding  a 
treatment  for  people  affected  by  NF,  the  key  to  understanding 
many  common  forms  of  cancer,  and  also  of  learning  disabilities, 
may  be  in  NF  research.  Effective  treatments  for  these  common 
problems  affecting  over  100  million  Americans  could  substantially 
reduce  health  care  costs. 

PREPARED  STATEMENT 

We  hope  that  the  committee  and  the  Congress  continue  to  see  ex- 
ceptional opportunities  in  NF  research,  and  that  you  continue  to 
view  it  as  one  of  the  most  cost-effective  areas  for  the  application 
of  public  resources.  The  progress  in  NF  research  to  date  has  been 
achieved  at  a  fraction  of  the  costs  involved  in  other  diseases,  some 
of  them  with  considerably  lower  prevalence  than  NF.  We  have 
every  reason  to  believe  that  the  yields  in  NF  research  will  continue 
to  be  impressive  at  comparatively  very  modest  costs. 

Thank  you  for  giving  me  the  opportunity  to  testify. 

[The  statement  follows:] 

Statement  of  Peter  Bellermann 

I  am  Peter  Bellermann,  and  I  serve  as  President  of  the  National  Neurofibroma- 
tosis Foundation. 

The  Foundation  is  the  oldest  and  largest  neurofibromatosis  organization  in  the 
world,  serving  the  100,000  Americans  affected  by  neurofibromatosis — or  NF.  The 
Foundation  has  26  chapters  in  as  many  states  and  over  50  affiliates  outside  the 
United  States. 

Until  the  National  Neurofibromatosis  Foundation  made  its  first  grants  in  1984 
there  was  not  a  single  national  effort  on  NF  anywhere  in  the  world.  The  Foundation 
has  served  as  the  catalyst  for  every  aspect  of  NF  research  ever  since.  On  our  Re- 
search Advisory  Board  serve  the  heads  of  every  major  NF  laboratory  in  the  world. 

We  applaud  this  Committee  and  the  Congress  for  their  prompt  response  to  the 
dramatic  progress  in  NF  research  during  the  past  three  years,  and  for  its  encourage- 
ment and  support  of  NF  research  at  the  National  Institute  of  Neurological  Dis- 
orders. 

The  breakthroughs  that  have  incurred  because  of  joint  government  and  private 
sector  efforts  include  the  cloning  of  the  NF1  gene  and  the  discovery  of  the  protein 
it  encodes.  We  have  also  found  that  the  protein,  now  known  as  neurofibromin,  is 
implicated  in  the  development  of  a  number  of  relatively  common  human  cancers. 
The  journal  Science  hailed  these  discoveries  as  among  the  10  most  important  find- 
ings in  all  of  science  in  1990. 

Only  weeks  ago,  the  additional  cloning  of  the  NF2  gene  was  announced  and  with 
it  its  gene  product  called  "Merlin".  This  discovery,  too,  has  very  significant  implica- 
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tions  for  cancer  research,  for  brain  tumor  research,  and  for  research  into  devel- 
opmental disorders  in  general. 

As  a  result,  the  world's  scientists,  and  especially  molecular  scientists,  increasingly 
consider  NF  a  key  model  for  research  on  cancer  and  developmental  disorders.  The 
ability  to  study  proteins  which  function  as  tumor  suppressors,  and  the  ability  to 
study  their  putative  mechanisms  of  action,  has  opened  up  enormous  areas  of  oppor- 
tunity for  scientists  in  cancer  and  in  neurobiology. 

The  Congress  has  recognized  the  dramatic  implications  of  NF  research  and  re- 
sponded quickly  by  urging  the  NIH  last  year  to  create  a  temporary  interagency  ad- 
visory committee  and  by  adding  last  year  to  the  NIH  funding  specifically  for  NF  re- 
search. 

In  light  of  the  continued  rapid  progress  of  NF  research  during  the  past  twelve 
months,  we  consider  expanded  funding  of  the  NIH  for  such  research  to  be  impera- 
tive. A  funding  increase  for  fiscal  year  1994  to  $10  million  has  been  previously  rec- 
ommended in  hearings  by  the  other  House.  Mr.  Chairman,  we  consider  such  a  fund- 
ing level  appropriate,  but  we  are  also  mindful  of  the  current  economic  climate  which 
may  dictate  a  lesser  increase.  If  so,  we  suggest  that  an  increase  of  at  least  $4  mil- 
lion is  desperately  needed  to  continue  to  make  the  progress  we  are  currently  making 
towards  a  cure  and  prevention. 

We  also  recommend,  Mr.  Chairman,  that  given  the  findings  of  the  temporary 
interagency  committee,  a  National  Commission  of  experts  on  NF  research  be  orga- 
nized and  that  NINDS  be  allocated  an  additional  $500,000  to  cover  the  administra- 
tive expenses  resulting  from  such  a  Commission.  We  believe  that  a  National  Com- 
mission is  needed  in  light  of  the  growing  significance  of  NF  research  and  in  recogni- 
tion of  the  interdisciplinary  nature  of  this  research  which  involves  a  number  of  NIH 
institutes. 

Finally,  Mr.  Chairman  I  want  to  bring  to  the  attention  of  the  Committee  the  po- 
tentially enormous  economic  benefits  of  NF  research  which  we  believe  will  result 
from  NIH  funded  NF  research.  In  addition  to  finding  a  treatment  for  people  affected 
by  NF,  the  key  to  understanding  many  common  forms  of  cancer  and  to  learning  dis- 
abilities may  be  in  NF  research. 

Effective  treatments  for  these  common  problems  affecting  over  100  million  Ameri- 
cans could  substantially  reduce  health  care  costs. 

We  hope  that  the  Committee  and  the  Congress  continue  to  see  exceptional  oppor- 
tunities in  NF  research  and  that  you  continue  to  view  it  as  one  of  tne  most  cost- 
effective  areas  for  the  application  of  public  resources.  The  progress  in  NF  research 
to  date  has  been  achieved  at  a  fraction  of  the  costs  involved  in  other  diseases,  some 
of  them  with  considerably  lower  prevalence  than  neurofibromatosis.  We  have  every 
reason  to  believe  that  the  yields  in  NF  research  will  continue  to  be  impressive  at 
comparatively  modest  costs. 

Thank  you,  Mr.  Chairman,  for  giving  me  the  opportunity  to  testify  and  for  consid- 
ering our  recommendations. 

Senator  Murray.  Thank  you.  I  have  to  plead  ignorance.  I  do  not 
know  as  much  about  NF  as  some  of  the  other  issues  that  have  been 
discussed  today.  What  are  the  symptoms  of  NF? 

Mr.  Bellermann.  NF  causes  tumors  to  grow  on  the  nerves  any- 
where on  or  in  the  body.  It  leads  to  blindness,  deafness,  severe 
disfigurements,  it  can  lead  to  loss  of  limbs,  it  leads  to  learning  dis- 
abilities. 

For  a  long  time  it  was  incorrectly  identified  as  the  Elephant 
Man's  disease.  It  turns  out  that  is  not  what  the  so-called  Elephant 
Man  had.  But  some  of  the  people  can  suffer  from  disfigurements 
similar  to  what  John  Merrick  suffered. 

Senator  Murray.  Thank  you.  And  I  also  need  to  ask  you,  are  you 
aware  of  the  $4.2  million  for  NF  research  that  the  NIH  claims  is 
being  funded  by  the  NCI? 

Mr.  Bellermann.  Yes;  we  are  very  much  aware  of  it.  We  think 
that  by  adding  to  this  research  we  can  take  advantage  of  the  find- 
ings which  were  published  during  the  last  2  years,  particularly, 
and  achieve  additional  momentum  and  very  significant  results,  es- 
pecially the  connection  to  cancer  that  already  was  known  when  the 
NF1  gene  was  cloned. 
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But  now,  the  NF2  gene  and  its  gene  product,  too,  seem  to  be  im- 
plicated in  the  signaling  process  that  takes  place  between  the  cell 
membrane  and  the  cytoskeleton  which  holds  the  cell  together.  And 
if  there  is  something  wrong  in  that  signaling  process,  usually,  can- 
cer results.  This  is  very  dramatic.  It  has  implications  for  NF,  obvi- 
ously, but  also  for  cancer,  for  brain  tumors,  and  for  all  developmen- 
tal disorders. 

This  is  brand  new.  It  is  only  a  couple  of  weeks  old. 

Senator  Murray.  Thank  you,  Mr.  Bellermann. 

STATEMENT  OF  STEPHEN  E.  SAUNDERS,  PRESIDENT,  ASSOCIATION 
OF  MATERNAL  AND  CHDLD  HEALTH  PROGRAMS 

Senator  MURRAY.  Our  next  witness  is  Steven  Saunders. 

Dr.  Saunders.  Good  afternoon.  I  am  Dr.  Stephen  Saunders,  chief 
of  the  Division  of  Family  Health,  Illinois  Department  of  Public 
Health,  and  president  of  the  Association  of  Maternal  and  Child 
Health  Programs.  On  behalf  of  State  MCH  programs,  I  am  pleased 
to  have  the  opportunity  to  discuss  our  fiscal  year  1994  appropria- 
tions recommendations  for  the  title  V  block  grant. 

The  purpose  of  the  MCH  program  is  to  improve  the  health  of  all 
mothers  and  children,  consistent  with  the  national  health  objec- 
tives for  the  year  2000.  State  MCH  programs  are  charged  with  de- 
veloping community  based,  family  centered  systems  of  preventive, 
f)rimary,  and  specialty  care.  Title  V  subsidizes  services  charged  to 
ow-income  families,  families  with  limited  access  to  care,  and  fami- 
lies with  children  with  special  health  care  needs. 

Title  V  supports  the  development  and  strengthening  of  the  serv- 
ice system  infrastructure  through  data  collection  and  analysis  for 
needs  assessment,  surveillance  and  evaluation,  and  the  develop- 
ment of  practice  standards  monitoring  and  quality  assurance.  Title 
V  provides  outreach  in  health  promotion  to  promote  appropriate 
utilization  of  services.  Title  V  serves  as  the  safety  net  for  high  risk 
and  under  served  who  might  otherwise  fall  through  the  cracks. 
Title  V  is  essential  for  coordinating  services  in  our  fragmented  fi- 
nancing and  delivery  systems.  When  health  care  reform  is  enacted, 
title  V  will  continue  to  play  a  crucial  role  in  developing  and  mon- 
itoring health  care  systems  to  ensure  that  the  needs  of  women, 
children,  and  youth  are  met. 

President  Clinton's  fiscal  year  1994  budget  requests  $705  million 
for  title  V.  AMCHP  applauds  the  administration's  recognition  of 
the  important  role  of  title  V  in  supporting  the  health  services  infra- 
structure for  families,  however,  $705  million  will  still  leave  a  num- 
ber of  States  with  shortfalls  from  1992,  and  others  with  inadequate 
resources  to  maintain  current  levels  of  service. 

As  a  result,  AMCHP  is  requesting  an  appropriation  of  $746  mil- 
lion for  fiscal  year  1994.  This  request  is  supported  by  the  Maternal 
and  Child  Health  Coalition,  the  Coalition  for  Health  Funding,  and 
the  National  Association  of  WIC  Directors,  to  mention  a  few. 

There  are  five  factors  that  I  would  like  to  indicate  that  support 
that  request.  First,  title  V  has  supported  care  for  an  increasing 
number  of  women  and  children  in  recent  years.  In  fiscal  year  1991, 
nearly  6  million  women  and  children  and  children  with  special 
health  care  needs  were  receiving  title  V  supported  services,  and 
your  doubling  since  fiscal  year  1987. 
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Second,  the  need  for  title  V  supportive  services  has  been  increas- 
ing. In  1992,  94  percent  of  MCH  programs  were  experiencing  de- 
mand for  prenatal  and/or  pediatric  care. 

Third,  title  V  funds  decreased  in  24  States  in  1993;  24  States  ex- 
perienced reductions  in  their  fiscal  year  1993  as  a  result  of  the 
1990  census  data  being  utilized  in  the  title  V  block  grant  funding 
formula.  Although  the  relative  proportion  of  children  living  in  pov- 
erty shifted  among  States,  the  absolute  number  of  these  children 
were  increased,  creating  unmet  needs  across  the  country.  An  ap- 
propriation of  $746  million  is  necessary  if  every  State  is  to  main- 
tain funding  at  the  1992  levels. 

Fourth,  other  children's  programs  rely  on  the  title  V  to  provide 
health  services.  This  gap  between  unmet  needs  and  MCH  system 
capacity  will  be  compounded  with  substantial  funding  increases  for 
programs  such  as  WlC,  immunizations,  and  Head  Start.  Title  V 
functions  as  a  service  infrastructure  for  a  variety  of  public  pro- 
grams. The  success  of  both  WIC  and  Head  Start  depend  in  part  on 
the  continued  availability  of  health  services  provided  and  or  fi- 
nanced through  title  V. 

Fifth,  health  care  reform  will  require  strengthening  the  health 
system  infrastructure.  Title  V  will  be  key  to  developing  organized 
service  networks,  particularly  underserved  areas.  Title  Vs  experi- 
ence in  provision  of  enabling  services  such  as  outreach  and  home 
visiting,  and  population  based  needs  assessment  and  planning  will 
be  integral  to  assuring  that  new  delivery  systems  meet  the  needs 
of  women  and  children.  Title  Vs  role  in  developing  quality  assur- 
ance, especially  in  managed  care,  will  be  critical. 

PREPARED  STATEMENT 

The  title  V  program  is  making  a  difference  to  many  pregnant 
women,  infants  and  children,  and  adolescents.  We  urge  you  to  ap- 
propriate $746  million  in  fiscal  year  1994  to  the  title  V  MCH  block 
grant. 

Thank  you. 

[The  statement  follows:] 

Statement  of  Stephen  E.  Saunders,  M.D. 

Good  morning.  I  am  Dr.  Stephen  Saunders,  Chief  of  the  Division  of  Family 
Health,  Illinois  Department  of  Public  Health  and  President  of  the  Association  of  Ma- 
ternal and  Child  Health  Programs  (AMCHP).  On  behalf  of  the  state  public  health 
programs  that  AMCHP  represents,  I  am  pleased  to  have  the  opportunity  to  discuss 
our  fiscal  year  1994  appropriations  recommendations  for  the  Title  V  MCHS  Block 
Grant,  the  only  federally  authorized  program  devoted  exclusively  to  maternal  and 
child  health. 

I  will  give  a  brief  overview  of  the  functions  of  state  Title  V  programs,  highlight 
some  of  the  data  that  describe  changing  demands  on  the  Title  V  program,  and  ex- 
plain our  rationale  for  requesting  an  appropriation  level  of  $746  million  for  fiscal 
year  1994. 

First  authorized  in  1935  under  Title  V  of  the  Social  Security  Act,  the  purpose  of 
the  MCH  program  is  to  improve  the  health  of  all  mothers  and  children,  consistent 
with  national  health  objectives  for  the  Year  2000.  Both  the  federal  set-aside  and 
state  allocation  support  development  of  health  systems  infrastructure  necessary  to 
achieve  that  goal.  State  MCH  programs  are  charged  with  developing  community- 
based,  family-centered  systems  of  preventive,  primary  and  specialized  care.  Title  V 
subsidizes  services  targeted  to  low  income  families;  families  with  limited  access  to 
care;  and  families  with  children  with  special  health  care  needs.  Although  states  ex- 
ercise considerable  authority  in  setting  priorities,  allocating  funds  and  delivering 
services  to  fit  state  and  local  needs  and  characteristics,  OBRA  '89  amendments  to 
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Title  V  introduced  stricter  requirements  for  use  of  funds  and  for  state  planning  and 
reporting. 

Through  grants,  contracts,  or  reimbursements  to  local  providers  or  by  direct  oper- 
ation, state  Title  V  programs  support  the  availability  ana  accessibility  of  community 
health  services  especially  for  Medicaid  insured,  uninsured  and  underinsured  fami- 
lies. Title  V  also  supports  development  and  strengthening  of  the  service  system  in- 
frastructure through  data  collection  and  analysis  for  needs  assessment,  surveillance, 
planning  and  evaluation;  development  of  practice  standards,  monitoring,  and  provi- 
sion of  training  and  technical  assistance  to  assure  quality  of  care;  and  provision  of 
information,  education  and  outreach  to  promote  both  healthy  behaviors  and  appro- 
priate utilization  of  services.  Title  V  serves  as  a  "safety  net"  for  high  risk  and  under- 
served  women  and  children  who  might  otherwise  "fall  through  the  cracks";  as  a  pub- 
lic health  program  providing  health  promotion  and  disease  prevention  services  for 
all  families;  and  as  a  leader  in  building  more  effective  systems  of  care.  Title  V  is 
essential  for  the  provision  of  enhanced  services  not  usually  covered  by  insurance, 
but  needed  to  help  patients  access  care,  and  for  coordinating  services  in  our  frag- 
mented financing  and  delivery  systems.  When  health  care  reform  is  enacted,  Title 
V  will  continue  to  play  a  crucial  role  in  developing  and  monitoring  services  to  en- 
sure that  the  needs  of  women,  children  and  youth  are  met;  in  assessing  the  health 
status  of  the  MCH  population;  and  in  designing  and  implementing  public  health 
interventions  to  improve  outcomes. 

President  Clinton's  fiscal  year  1994  budget  requests  $705  million  for  the  Title  V 
MCHS  Block  Grant,  an  increase  of  $40  million  over  the  fiscal  year  1993  funding 
level.  AMCHP  applauds  the  Administration's  recognition  of  the  important  role  of 
Title  V  in  supporting  the  health  services  infrastructure  for  families.  The  Adminis- 
tration's request  will  provide  additional  resources  for  many  states  to  expand  capac- 
ity to  meet  current  demands,  as  well  as  future  needs  with  health  care  reform.  How- 
ever, $705  million  will  still  leave  a  number  of  states  with  shortfalls  from  1992,  and 
others  with  inadequate  resources  to  maintain  current  levels  of  services.  As  a  result, 
AMCHP  is  requesting  that  the  authorization  for  the  title  V  block  grant  be  raised 
to  $1  billion,  with  appropriations  of  $746  million  for  fiscal  year  1994.  This  request 
is  supported  by  the  maternal  and  child  health  coalition,  the  coalition  for  health 
funding,  the  American  Academy  of  Pediatrics,  and  the  National  Association  of  WIC 
Directors,  to  name  a  few. 

There  are  five  factors  that  point  to  the  urgent  need  to  increase  the  authorization 
ceiling  and  the  appropriation  for  fiscal  year  1994  to  $746  million:  increased  numbers 
of  individuals  served;  increased  demand  for  services;  funding  reductions  in  24  states 
as  a  result  of  the  use  of  1990  census  data  in  the  Title  V  funding  formula;  future 
demands  that  will  occur  with  expansion  of  both  the  WIC  and  Head  Start  programs; 
and  need  for  strengthening  the  Health  system  infrastructure  as  part  of  health  care 
reform. 

First,  Title  V  has  supported  care  for  an  increasing  number  of  women  and  children 
in  recent  years 

The  federal  Maternal  and  Child  Health  Bureau,  DHHS,  has  done  a  preliminary 
analysis  of  the  states'  Title  V  fiscal  year  1991  annual  report  data. 
— Approximately  850,000  pregnant  women  received  Title  V-supported  prenatal 

care. 
— Approximately  4.5  million  children  and  adolescents  received  Title  V-supported 

preventive  or  primary  care. 
— Over  half  a  million  children  and  families  received  specialty  care  and  support 
services  through  the  Title  V  Children  with  Special  Health  Care  Needs  Pro- 
grams. 
These  estimates  of  nearly  6  million  women  and  children  receiving  Title  V  sup- 
ported services  doubled  since  fiscal  year  1987,  when  approximately  3  million  women 
and  children  were  served.  Appropriations  increased  only  22  percent  in  that  same 
time  period.  It  is  likely  that  expanded  Medicaid  coverage  contributed  to  the  in- 
creased demand  for  and  the  capacity  of  MCH  programs  to  provide  care  for  low  in- 
come families. 

Second,  the  need  for  Title  V  supported  services  continues  to  grow 

The  MCHB  analysis  of  fiscal  year  1991  Title  V  annual  report  data  is  consistent 
with  findings  from  a  spring  1992  AMCHP  survey.  States  reported  the  following:  94 
percent  of  51  MCH  programs  were  experiencing  increased  demand  for  prenatal  and/ 
or  pediatric  care.  Caseload  increases  ranging  from  5  percent  to  75  percent  and  three 
to  four  week  waits  for  appointments  in  some  areas  were  also  reported;  caseload  in- 
creases were  attributed  to  the  current  economic  environment  (84  percent),  including 
unemployment  and/or  lack  of  insurance;  and  to  expansions  in  other  health  and 
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human  service  programs  (62  percent) — such  as  Medicaid,  Head  Start,  Part  H,  and 
SSI — which  result  in  identification  of  additional  children  in  need  of  health  care;  and 
the  number  of  private  physicians  accepting  Medicaid  patients  reportedly  declined  in 
nearly  one-third  of  the  states,  also  contributing  to  increased  demand  for  Title  V-sup- 
ported  care. 

Third,  Title  V  funds  decreased  in  24  states  in  1993 

Twenty  four  states  have  experienced  reductions  in  fiscal  year  1993  state  alloca- 
tions as  a  result  of  1990  census  data  being  utilized  in  the  Title  V  Block  Grant  fund- 
ing formula.  Although  the  relative  proportion  of  children  living  in  poverty  shifted 
among  states,  the  absolute  number  of  these  children  increased,  creating  unmet 
needs  across  the  country.  An  appropriation  of  $746  million  is  necessary  if  every 
state  is  to  maintain  funding  at  1992  levels. 

Fourth,  other  children's  programs  rely  on  Title  V  to  provide  health  services 

This  gap  between  unmet  needs  and  MCH  system  capacity  will  be  compounded 
with  substantial  funding  increases  for  programs  such  as  WIC,  immunizations  and 
Head  Start.  Title  V  functions  as  the  service  infrastructure  or  "glue"  for  a  variety 
of  public  programs,  and  not  only  supports  the  provision  of  health  services  on  which 
these  other  programs  rely,  but  also  provides  enabling  services  such  as  outreach, 
home  visiting,  care  coordination  and  transportation. 

The  successes  that  both  WIC  and  Head  Start  have  demonstrated  depend  in  part 
on  the  continued  availability  of  health  services  provided  and/or  financed  by  other 
programs,  including  Title  V.  For  Head  Start  and  WIC  to  continue  to  assure  access 
to  health  care,  commensurate  increases  are  needed  in  programs  that  support  the 
health  services  infrastructure.  The  Head  Start  program  works  in  partnership  with 
state  MCH  programs  across  the  country.  A  recent  survey  of  Title  V  programs  con- 
ducted by  the  AMCHP  documented  this  interdependent  relationship:  81  percent  of 
reporting  (43)  Title  V  programs  provide  Child  Find  (identification,  screening,  and/ 
or  referral)  services  related  to  Head  Start;  70  percent  provide  outreach  service;  67 
percent  provide  training  and/or  technical  assistance;  67  percent  provide  screening 
services;  51  percent  provide  evaluations;  44  percent  provide  therapies;  and  42  per- 
cent case  management. 

WIC  and  Title  V  legislation  both  mandate  coordination  between  the  two  pro- 
grams; both  programs  are  administered  by  state  health  agencies.  The  WIC  program 
is  administered  by  the  Title  V  program  unit  in  over  half  of  the  states.  Examples 
of  coordination  activity  between  WIC  and  Title  V  include  the  following:  the  estab- 
lishment of  client  referral  mechanisms;  collocation  of  MCH  and  WIC  clinic  services 
and  staff  sharing;  and  joint  applications,  which  are  resulting  in  more  clients  seeking 
Title  V  services. 

Comprehensive  funding  efforts  which  take  into  account  the  interdependency  that 
exists  among  programs  for  women  and  children  will  yield  cost  effective  results. 

Fifth,  health  care  reform  will  require  strengthening  the  health  system  infrastructure 

Title  V-supported  community  health  services  and  assistance  in  provider  recruit- 
ment and  training  will  be  key  to  developing  organized  service  networks,  particularly 
in  underserved  areas.  Title  Vs  expertise  in  the  provision  of  enabling  services  such 
as  outreach  and  home  visiting,  and  population-based  needs  assessment  and  plan- 
ning, will  be  integral  to  assuring  that  new  delivery  systems  meet  the  needs  of 
women  and  children. 

The  Title  V  program  is  making  a  difference  to  many  pregnant  women,  infants, 
children,  adolescents  and  children  with  special  health  care  needs.  We  urge  you  to 
appropriate  $746  million  for  fiscal  year  1994  to  the  Title  V  MCHS  Block  Grant  to 
enable  this  to  continue.  Thank  you. 

Senator  Murray.  Thank  you,  Dr.  Saunders.  Are  there  efforts  at 
the  local  level  to  coordinate  the  maternal  child  health  programs 
with  the  local  and  State  programs  like  immunization  services  and 
community  health  programs,  and  family  planning  clinics? 

Dr.  Saunders.  Yes;  in  fact,  most  of  those  programs  are  actually 
run  out  of  the  State  title  V  agencies.  Oftentimes,  the  immunization 
program,  the  family  planning,  and  so  on.  And  then  those  funds  are 
either  granted  or  subcontracted  out  to  local  health  departments, 
and  at  the  local  level  then  they  integrate  the  services  into  a  com- 
prehensive system  that  is  appropriate  to  the  family. 

Senator  MURRAY.  Thank  you,  Dr.  Saunders. 
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Dr.  Saunders.  Thank  you. 

STATEMENT  OF  KAREN  MOUNTAIN,  NATIONAL  RURAL  HEALTH  ASSO- 
CIATION 

Senator  MURRAY.  The  next  witness  is  Karen  Mountain. 

Ms.  Mountain.  Thank  you,  Madam  Chairwoman.  I  am  here 
today  representing  the  National  Rural  Health  Association  [NRHA]. 
NRHA  supports  the  Federal  funding  of  community  health  centers 
at  $855  million,  migrant  health  centers  at  $100  million,  and  home- 
less health  centers  at  $95  million  to  maintain  and  to  improve  exist- 
ing physical  infrastructures  as  well  as  to  start  new  community  mi- 
grant and  homeless  health  centers  in  rural  and  medically  under- 
served  areas. 

For  example,  the  Keystone  Migrant  Health  Center  in  Pennsylva- 
nia pieced  together  comprehensive,  primary  care  services  using  vol- 
unteer health  providers.  Dr.  Edward  West,  a  local  family  physician, 
is  a  medical  director  and  volunteers  his  services,  as  do  21  dentists 
in  five  sites. 

From  the  end  of  July  until  mid-November  1992,  the  center  had 
2,200  migrant  patient  encounters.  In  order  to  see  other  medically 
underserved  individuals,  the  migrant  health  center  was  expanded 
to  a  rural  health  center  in  July  1992  and  was  designated  a  feder- 
ally qualified  health  center  shortly  thereafter. 

By  expanding  their  capacity,  they  were  able  to  serve  9,200  pa- 
tients from  July  1992  until  February  1993.  To  help  rural  commu- 
nities plan  and  design  delivery  systems  for  their  unique  local 
needs,  NRHA  is  supporting  $32  million  for  the  Rural  Health  Out- 
reach Grants  Program,  $30  million  for  the  Rural  Health  Transition 
Grants  Program  and  $10  million  for  the  Essential  Access  Commu- 
nity Hospital  and  Rural  Primary  Care  Hospital  Programs. 

To  support  research  on  rural  health  issues  of  multi-State  and  na- 
tional significance,  the  Federal  Office  of  Rural  Health  Policy  ad- 
ministers rural  health  research  centers.  NRHA  is  asking  for  base 
funding  of  $8  million,  which  in  addition  to  continuing  the  funding, 
would  provide  funding  for  a  telecommunications  program  entitled 
MTTV  at  the  University  of  West  Virginia. 

NRHA  is  asking  for  $5  million  for  the  State  offices  of  rural 
health,  which  provide  data  and  technical  assistance  in  rural  com- 
munities. There  are  43  State  offices  currently. 

Madam  Chairwoman,  it  is  essential  that  Congress  fund  the 
health  professions  and  nurse  education  programs  at  the  highest 
possible  level.  While  NRHA  applauds  the  President's  fiscal  year 
1994  budget  increases  for  the  National  Health  Service  Corps,  schol- 
arship and  loan  repayment  programs,  family  medicine  training,  the 
nurse  practitioner/nurse  midwife  program  and  physicians'  assist- 
ants program,  we  are  gravely  concerned  that  funding  was  not  pro- 
vided for  the  rural  interdisciplinary  training  programs  and  the 
health  education  training  centers  and  that  there  is  a  sizable  cut  in 
the  area  health  education  centers  program. 

PREPARED  STATEMENT 

These  programs  are  critical  to  improving  assess  throughout  rural 
America.  NRHA  appreciates  the  opportunity  to  present  testimony 
to  the  Senate  Labor  HHS  Education  Appropriations  Subcommittee 
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and  looks  forward  to  working  with  the  Congress  to  ensure  appro- 
priate funding  for  all  rural  health  programs. 

Thank  you. 

[The  statement  follows:] 

Statement  of  Karen  Mountain,  R.N. 

Thank  you,  Mr.  Chairman.  Chairman  Harkin,  I  am  here  today  representing  the 
National  Rural  Health  Association  which  comprises  1600  community  and  migrant 
health  centers,  small  rural  hospitals,  primary  care  physicians  and  non-physician 
providers. 

The  National  Rural  Health  Association  wishes  to  express  its  strong  support  for 
adequate  funding  for  federal  health  programs  that  have  an  impact  on  primary  care 
and  preventive  health  care  services  to  this  nation's  citizens  who  live  in  rural  Amer- 
ica. 

Rural  Health  Systems. — Rural  health  systems  across  the  country  so  long  depend- 
ent upon  solo  practitioners  and  locally  owned  small  hospitals,  are  attempting  to  save 
themselves  during  these  days  of  change.  Developing  adaptable,  sustainable  and  eco- 
nomic systems  to  meet  the  challenges  of  the  future  will  require  continued  Congres- 
sional attention  to  programs  which  promote  change  and  community-based  planning 
and  responsibility. 

Rural  Health  Outreach  Grants  Program. — NRHA  is  requesting  $32  million  for  the 
Rural  Health  Outreach  Grants  Program  which  would  fund  150-160  grants  in  fiscal 
year  1994.  This  innovative  program  is  unique  in  that  it  requires  that  a  consortium 
of  at  least  three  local  entities  collaborate  to  design  delivery  systems  to  meet  the 
community  health  care  needs. 

In  fiscal  year  1992,  $227,353  was  awarded  to  Sea  Mar  Community  Health  Center 
in  Mt.  Vernon,  Washington.  The  grant  allows  culturally  sensitive  health  services  to 
be  provided  to  poor  migrant  and  seasonal  farmworkers,  Native  Americans  and  His- 
panics  in  two  counties  in  northwest  Washington  State.  A  mobile  van,  staffed  by  a 
dentist,  dental  assistant,  public  health  nurses  and  mental  health  personnel  provide 
tuberculosis  screening  and  detection,  immunizations,  medical  screenings  and  treat- 
ments, treatment  of  dental  caries,  outreach  services  and  health  education.  The  con- 
sortium includes  two  county  health  departments  and  a  medical  center. 

State  Offices  of  Rural  Health. — NRHA  is  asking  for  a  line  item  of  $5  million  to 
fund  the  State  Offices  of  Rural  Health.  Currently,  the  funding  for  the  State  Offices 
of  Rural  Health  is  under  the  funding  for  the  National  Health  Service  Corps.  The 
State  Offices  collect  and  disseminate  information  and  data  on  rural  health  problems 
and  issues.  The  State  Offices  also  provide  technical  assistance  to  rural  communities 
directly  or  as  a  broker  for  services. 

Rural  Health  Care  Transition  Grants  Program. — NRHA  urges  the  Committee  to 
support  the  Rural  Health  Care  Transition  Grants  Program  at  $30  million.  Cur- 
rently, there  are  517  programs  funded  under  the  Rural  Health  Transition  Grants 
Program.  Established  by  OBRA  of  1987,  the  Rural  Health  Transition  Grants  Pro- 
gram was  funded  to  assist  rural  hospitals  with  less  than  100  beds  to  modify  their 
services  in  order  to  assure  access  to  high  quality  care  to  Medicare  beneficiaries.  The 
grant  program  currently  provides  awards  of  up  to  $50,000  per  year  for  each  of  three 
years  to  hospitals  to  help  them  determine,  for  example,  how  to  convert  acute  care 
beds  to  other  types  of  facilities. 

The  funding  also  supports  the  planning  and  implementation  of  projects  to  adapt 
to  other  environmental  changes  such  as  the  increased  demand  for  ambulatory  out- 
patient services  as  experienced  by  the  Sacred  Heart  Hospital  in  Tomahawk,  Wiscon- 
sin and  the  Skiff  Medical  Center  in  Newton,  Iowa,  who  are  now  in  their  second  year 
of  the  competitive  grant  cycle. 

Rural  Health  Research. — NRHA  is  asking  for  base  funding  of  $8  million  base  for 
the  Federal  Office  of  Rural  Health  Policy.  It  is  a  key  coordinating  agency  for  rural 
health.  It  administers  the  Rural  Health  Outreach  Program,  the  State  Offices  of 
Rural  Health  and  a  telecommunication  program,  MDTV  at  the  University  of  West 
Virginia.  The  Office  funds  seven  rural  health  research  centers  which  conduct  policy 
research  on  rural  health  issues  of  multi-state  and  national  significance.  The  seven 
centers  are  located  at  the  University  of  Florida  at  Gainesville,  SUNY  at  Buffalo, 
University  of  Southern  Maine  at  Portland,  University  of  North  Carolina  at  Chapel 
Hill,  University  of  North  Dakota  at  Grand  Forks,  University  of  Minnesota  at  Min- 
neapolis and  University  of  Washington  at  Seattle.  The  priorities  for  the  Office  are 
to  influence  policy  development  within  DHHS  around  equity  in  the  Medicare  pay- 
ment system  and  national  health  reform. 
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Essential  Access  Community  Hospital  (EACH)  /Rural  Primary  Care  Hospital 
(RPCH)  Program. — NRHA  supports  the  President's  request  of  $11  million  for  the 
EACH/RPCH  program.  This  program  provides  grants  to  states  for  the  purpose  of  de- 
veloping Rural  Health  Networks  and  designating  hospitals  as  an  EACH,  a  full-serv- 
ice referral  hospital  and  RPCH,  down-scaled  limited  service  facilities.  NRHA  be- 
lieves that  this  program  provides  an  alternative  model  to  help  rural  communities 
meet  local  health  care  needs  and  demands. 

Community  Health  Centers. — NRHA  is  recommending  a  funding  level  of  $855  mil- 
lion for  community  health  centers  (CHC's).  For  many  rural  communities,  CHC's  are 
the  provider  of  primary  and  preventive  health  care  services.  CHC's  provide  services 
to  5.3  million  residents  of  underserved  urban  and  rural  areas.  About  65  percent  of 
the  health  centers  and  50  percent  of  the  users  are  from  rural  areas.  It  is  well  docu- 
mented that  CHC's  that  provide  such  health  care  services  as  maternal  and  child 
health  care  services,  well  child  care  and  immunizations,  just  to  name  a  few,  have 
significantly  improved  the  status  of  health  care  in  rural  areas.  To  meet  unmet  needs 
and  to  expand  to  serve  an  ever  increasing  demand  for  services,  we  urge  the  Sub- 
committee to  provide  for  increased  funding  for  community  health  centers. 

Migrant  Health  Centers. — NRHA  is  asking  for  support  of  Migrant  Health  Centers 
at  $100  million.  The  Migrant  Health  Program  is  designed  to  provide  access  to  mi- 
grant and  seasonal  farmworkers.  Clinical  and  occupational  health  care  services  spe- 
cific to  the  migrant  and  seasonal  farmworker  must  be  provided  in  a  culturally  sen- 
sitive manner. 

Health  Professions. — Like  the  NRHA,  The  Health  Professions  and  Nursing  Edu- 
cation Coalition,  of  which  NRHA  is  a  member,  supports  full  funding  of  the  Tiealth 
professions  and  nurse  education  programs.  The  NRHA  applauds  the  President's  in- 
creased funding  levels  for  Nurse  Practitioners/Nurse  Midwives,  Physician  Assistants 
and  Nurse  Traineeships. 

National  Health  Service  Corps  (NHSC). — NRHA's  recommendation  of  $45.5  mil- 
lion for  field  placement  and  $104  million  for  loan  repayments  and  scholarships 
would  allow  for  increased  field  strength  as  well  as  increased  recruitment  and  tech- 
nical assistance  activities.  The  Loan  Repayment/Scholarships  recommendation 
would  allow  for  more  flexibility  to  alleviate  the  paucity  of  physicians  and  other 
health  personnel  in  health  professions  shortage  areas. 

Family  Practice  Training — Departments  of  Family  Medicine  and  Residency  Train- 
ing.—NRHA  is  urging  the  Committee  to  provide  $54  million  for  support  of  the  newly 
combined  program  for  the  departments  of  family  medicine  and  residency  training 
programs.  The  recommended  funding  levels  is  essential  to  alleviating  the  serious 
shortage  of  primary  care  physicians,  particularly  in  rural  communities.  Exposing  a 
greater  number  of  medical  students  to  the  opportunities  of  a  family  practice  in  rural 
America  will  certainly  encourage  them  to  choose  this  specialty. 

Rural  Interdisciplinary  Training  Programs. — NRHA  is  asking  for  support  of  $7 
million  for  this  program  which  encourages  the  use  of  collaborative  efforts  and  new 
techniques  to  educate  rural  health  care  practitioners  for  service  in  rural  areas.  The 
President's  fiscal  year  1994  budget  zeroes  out  this  program. 

Area  Health  Education  Centers. — NRHA  is  recommending  $25  million  for  the  Area 
Health  Education  Centers  (AHEC's).  The  President's  fiscal  year  1994  budget  slashes 
this  program  from  its  fiscal  year  1993  appropriation  of  $19.84  million  to  $13,177 
million.  The  purpose  of  the  AHEC's  is  to  link  university  health  science  and  regional 
centers  with  rural  and  medically  underserved  areas  in  order  to  improve  access  to 
health  care  services. 

The  National  Rural  Health  Association  looks  forward  to  working  with  the  Con- 
gress on  these  programs  that  impact  the  health  care  of  rural  communities. 

LABOR-HHS  FISCAL  YEAR  1994  BUDGET 
[In  millions  of  dollars] 


Fiscal  year — 


1992  1993 


NRHA  President 


Rural  Health  Outreach  Grants  Program  22.2  24.8  32  24.779 

State  Offices  of  Rural  Health  Program  1.5  5  5  2.5 

Rural  Health  Transition  Grants  Program 23  22.816  30  10 

Rural  health  research 4.76  4.176  8  4.081 

Essential  Access  Community  Hospital  [EACH]/Rural  Primary 

Care  Hospital  [RPCH]  Program 9.7        10  11 

Community  health  centers 527  558.984  855  617.3 

Migrant  health  centers  57.7  57.325  100  63.8 
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LABOR-HHS  FISCAL  YEAR  1994  BUDGET— Continued 
[In  millions  of  dollars] 


Fiscal  year- 


1992 

1993 

1.5 

42.2 

42.72 

45.5 

42.720 

58.8 

70.963 

104.0 

75.939 

6.8 

5.514 

54.0 

47.194 

36.1 

32.736 
4.023 
3.472 

4.7 

7.0 
10.0 

2.8 

2.305 

19.2 

19.840 

25 

13.177 

3.9 

2.840 
10.416 

5 
10.5 

11 

10.5 

14.1 

13.993 

20.0 

19.623 

1.9 

2.728 

4.0 

1.813 

14.6 

15.465 

20.0 

19.583 

5.0 

4.924 

9.0 

8.867 

75 

40 

79.360 

79.325 

25 

10 

5 

4.370 

30.0 

4.349 

55.9 

58.032 

95.0 

58 

120 

128.684 

145 

158 

19 

17.48 

23 

21.485 

2.55 

2.55 
47.983 

10.0 
98 

49.962 

51.408 

Mobile  rural  health  clinics 

National  Health  Service  Corps  Field  placement 

Loan  and  scholarship 

Family  medicine  training: 

Departments  of  Family  Medicine 

Residency  training  

Rural  Interdisciplinary  Training  Programs  

Allied  Health  Programs 

Area  Health  Education  Centers  [AHEC's]  

Health  Education  Training  Centers  [HETC's]  .... 

Nurse  special  projects 

Nurse  traineeships 

Nurse  anesthetists 

Nurse  practitioners/nurse  midwives  

Physician  assistants 

Infant  mortality  initiative  

Healthy  Start 

Healthy  Start  (deferred  until  July  1992)  .. 

Community  and  migrant  health  centers  .. 

Trauma  care  bill  

Health  care  for  the  homeless 

AHCPR  

Agriculture  and  safety  [NIOSH]  

Section  1440  (mental  health)  

AIDS  (Ryan  White  AIDS,  title  3) 


Senator  Murray.  Thank  you.  Attached  to  your  written  testi- 
mony, you  have  given  us  25  programs  that  you  want  specific  in- 
creases in. 

In  fiscal  year  1993,  this  subcommittee  only  is  going  to  have  an 
increase  of  $1.7  billion.  That  is  less  than  cost  of  living.  It  would  be 
helpful  to  us  if  you  could  tell  us  which  of  these  25  programs  you 
would  list  your  top  three  priorities. 

Ms.  Mountain.  The  top  three  priorities  would  be  to  develop  and 
maintain  infrastructure  and  primary  care.  And  that  would  have  to 
be  through  community  and  migrant  health  centers  and  funding  for 
the  Rural  Health  Outreach  Grant  Programs. 

But  without  the  health  professionals  to  staff  those  health  cen- 
ters, we  really  are  at  a  loss  as  to  how  we  are  going  to  deliver  the 
care  and  maintain  access. 

Senator  Murray.  Thank  you. 

Ms.  Mountain.  Thank  you. 

Senator  Murray.  Thank  you  to  this  panel  and  I  appreciate  your 
testimony.  We  are  going  to  next  call  up  our  second  panel. 

STATEMENT  OF  BARBARA  LAYMAN,  ASTHMA  AND  ALLERGY  FOUNDA- 
TION OF  AMERICA  AND  AMERICAN  ACADEMY  OF  ALLERGY  &  IM- 
MUNOLOGY 

Senator  Murray.  Barbara  Layman,  Abbie  Meyers,  Kwaku 
Ohene-Frempong,  George  Zitnay,  Steven  Teitelbaum  and  John 
Grupenhoff,  and  I  apologize  if  I  said  any  of  your  names  wrong. 

Thank  you.  We  will  begin  with  Barbara  Layman. 

Ms.  Layman.  Thank  you  very  much,  Senator  Murray.  I  appre- 
ciate this  opportunity  to  be  here. 
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I  have  asthma  and  am  the  mother  of  a  daughter  with  severe  al- 
lergies which  have  put  her  in  the  hospital  27  times.  But  because 
of  good  research,  she  is  now  31  years  old  and  is  a  respiratory  thera- 
pist, actually  taking  care  of  people  like  herself,  in  Tampa,  FL. 

I  am  the  past  volunteer  president  of  the  Asthma  and  Allergy 
Foundation  and  am  here  today  representing  those  individuals  and 
also  their  families,  as  well  as  the  American  Academy  of  Allergy  & 
Immunology. 

In  aggregate  numbers,  asthma,  allergies,  and  related  immuno- 
logic diseases  impact  of  lives  of  over  40  million  men,  women,  and 
children  in  the  United  States.  This  cost  amounts  to  over  $15  billion 
in  medical  care,  medicines  and  hospital  stays  each  year. 

From  recent  studies,  we  know  that  asthma  mortality  and  mor- 
bidity are  on  the  rise;  1990  cost  figures  for  asthma-related  care 
amount  to  $6.2  billion.  Your  committee  and  the  Senate  have  a  long 
history  of  concern  for  this  disease  group  and  we  appreciate  that.  It 
is  reflected  in  your  budget  recommendations  for  the  NIH,  in  par- 
ticular, National  Institute  of  Allergy  &  Infectious  Diseases,  and  the 
National  Heart,  Lung  and  Blood. 

Your  concern  and  support  are  greatly  appreciated  by  all  of  us, 
and  especially  the  patients  that  we  serve.  The  public  continues  to 
be  a  major  beneficiary  of  the  increase  of  scientific  knowledge  gen- 
erated through  the  NIH  by  transfer  of  that  knowledge  to  health 
practitioners  and  for  greater  public  awareness. 

We  emphasize  here  the  importance  of  immunology  where  some 
of  the  greatest  advances  in  basic  and  clinical  research  are  occurring 
and  where  better  treatments  and  ultimate  cures  are  the  most 
promising. 

As  for  specific  recommendations,  the  Asthma  and  Allergy  Foun- 
dation of  American  supports  the  recommendation  of  the  ad  hoc 
group  for  medical  research,  which  calls  for  the  NIH  budget 
amounting  to  $11.6  billion  in  fiscal  year  1994.  Of  this  we  rec- 
ommend $1.4  billion  for  the  National  Institute  of  Allergy  and  Infec- 
tious Disease,  $1.5  billion  for  the  National  Heart,  Lung  and  Blood 
Institute. 

Funding  will  assure  the  continuation  of  clinical  research  activi- 
ties including  the  national  cooperative  inner  city  asthma  program, 
where  we  are  seeing  the  majority  of  the  asthma  deaths  that  are  in- 
creasing. 

Basic  asthma  research  activities  should  include  environmental 
impact  studies  which  are  also  playing  a  major  role  and  study  of  the 
immune  system  biology.  Funding  for  National  Heart,  Lung  and 
Blood  will  assure  continuation  of  clinical  research  activities  such  as 
the  Childhood  Asthma  Management  Program. 

To  me,  it  has  always  been  very  important  to  make  the  money 
work  the  most,  when  the  Institutes  of  NIH  can  work  together.  And 
so,  I  am  very  proud  of  the  work  that  these  two  Institutes  have  done 
to  help  our  patients. 

PREPARED  STATEMENT 

We  hope  and  trust  that  the  future  health  and  well  being  of  indi- 
viduals with  asthma,  along  with  the  millions  of  other  people  who 
have  to  cope  daily  with  the  costs  and  debilitating  effects  of  allergies 
and  related  immunologic  diseases,  will  be  decided  by  the  compel- 
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ling  priorities  of  numbers  of  Americans  involved  and  the  regressive 
cost  of  losing  the  momentum  of  current  NIH  initiatives  and  their 
behalf. 

Thank  you  very  much  for  allowing  me  to  present  our  views. 

[The  statement  follows:] 

Statement  of  Barbara  Layman 

Good  afternoon.  I  appreciate  the  opportunity  to  appear  before  you  Mr.  Chairman, 
and  the  distinguished  members  of  this  committee. 

My  name  is  Barbara  Layman.  I  have  asthma  and  am  the  mother  of  a  daughter 
with  severe  food  allergies  which  have  caused  life-threatening  asthma.  I  am  a  past 
volunteer  president  of  the  Asthma  and  Allergy  Foundation  of  America  and  am  here 
today  representing  the  victims  of  asthma  ana  allergy  and  their  families  as  well  as 
the  America  Academy  of  Allergy  and  Immunology  whose  4,700  members  are  physi- 
cians, researchers  and  auxiliary  health  care  personnel  provide  treatment  and  care 
to  patients  in  this  group  of  diseases. 

In  aggregate  numbers,  asthma,  allergies  and  related  immunologic  diseases  impact 
the  lives  of  over  40-million  men,  women  and  children  in  the  United  States.  The  costs 
amounts  to  over  15  billion  dollars  in  medical  care,  drugs  and  hospital  stays  each 
year.  America's  10  million  asthma  sufferers,  alone,  spend  over  35  million  days  in 
bed  each  year  because  of  their  disease.  From  recent  studies,  we  know  that  asthma 
morbidity  and  mortality  are  on  the  rise.  1990  cost  figures  for  asthma  related  care 
amount  to  $6.2  billion. 

Mr.  Chairman,  your  committee  and  the  Senate  have  a  long  history  of  concern  for 
this  disease  group.  It  is  reflected  in  your  budget  recommendations  for  the  National 
Institutes  of  Health  (NIH)  in  general  for  the  National  Institute  of  Allergy  and  Infec- 
tious Diseases  (NIAID)  and  the  National  Heart,  Lung  and  Blood  Institute  (NHLBI) 
in  particular. 

Your  concern  and  support  are  greatly  appreciated  by  the  Asthma  and  Allergy 
Foundation,  by  the  members  of  the  Academy  and  especially  by  the  patients  we 
serve. 

The  beneficial  results  of  investing  public  funds  in  the  programs  of  NIH  are  well 
documented  in  the  annual  reports  of  the  Institutes.  The  public  continues  to  be  a 
major  beneficiary  of  the  increase  in  scientific  knowledge  generated  through  NIH,  by 
the  transfer  of  that  knowledge  to  health  practitioners,  and  by  greater  public  aware- 
ness of  the  health  effects  of  asthma,  allergies  and  immunologic  diseases.  We  are 
pleased  to  point  out  that  at  the  Annual  Scientific  Meeting  of  the  America  Academy 
of  Allergy  and  Immunology  last  month  nearly  1,000  papers  reporting  new  data  im- 
pacting the  care  and  treatment  of  asthma,  allergy  and  immunologic  diseases  were 
presented  to  3,200  attending  physicians  and  allied  health  personnel.  Many  of  the 
papers  were  a  direct  result  of  NIH  support,  primarily  through  the  NIAID  and 
NHLBI. 

We  emphasize,  here,  the  importance  of  immunology,  where  some  of  the  greatest 
advances  in  basic  and  clinical  research  are  occurring  and  where  the  better  treat- 
ments and  ultimate  cures  are  the  most  promising. 

As  for  specific  recommendations: 

The  Asthma  and  Allergy  Foundation  of  America  supports  the  recommendation  of 
the  Ad  Hoc  Group  for  Medical  Research  which  calls  for  an  NIH  budget  amounting 
to  $11.6  billion  in  fiscal  year  1994. 

Of  this  we  recommend  $1.4  billion  for  the  National  Institute  of  Allergy  and  Infec- 
tious Diseases  and  $1.5  billion  for  the  National  Heart,  Lung  and  Blood  Institute. 

Funding  for  NIAID  will  assure  the  continuation  of  clinical  research  activities  such 
as  the  National  Network  of  Asthma  and  Allergic  Disease  Research  Centers  and  the 
National  Cooperative  inner-city  Asthma  Study.  Basic  asthma  research  activities 
should  include  environmental  impact  studies  and  cytokine  research. 

Funding  for  NHLBI  will  assure  continuation  of  clinical  research  activities  such  as 
the  Childhood  Asthma  Management  Program — a  major  study  to  determine  optimal 
therapy  for  young  asthmatic  children — and  a  clinical  study  on  the  long  term  safety 
and  efficacy  of  use  of  beta-2  agonists  in  asthma  management. 

Mr.  Chairman,  we  recognize  that,  in  the  very  near  future,  your  committee  and 
the  Senate  will  need  to  deal  with  many  demands  for  funds  on  behalf  of  specific  dis- 
ease interests.  We  also  recognize  the  Senate,  together  with  the  House  and  the  Presi- 
dent, must  deal  with  rising  public  demands  for  budget  constraints.  In  this  environ- 
ment, we  know  that  competing  forces  will  do  their  utmost  to  influence  decisions. 

We  hope  and  trust  that  the  future  health  and  well  being  of  asthma  victims,  along 
with  the  millions  of  other  people  who  have  to  cope  daily  with  the  costs  and  debilitat- 
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ing  effects  of  allergies  and  related  immunologic  diseases,  will  be  decided  by  the  com- 
pelling priorities  of  numbers  of  Americans  involved  and  the  regressive  cost  of  losing 
the  momentum  of  current  NIH  initiatives  in  their  behalf. 
Thank  you  for  allowing  me  to  present  our  views. 

Senator  Murray.  Thank  you.  I  appreciate  that.  And  as  a  parent 
of  a  child  with  asthma,  I  understand  exactly  what  you  are  saying. 

I  am  curious  in  here — maybe  I  missed  it  when  you  said  it — but 
it  is  my  understanding  that  there  are  increasing  numbers  of  chil- 
dren percentage  wise  with  asthma,  possibly  due  to  environmental 
impacts.  Is  that  correct? 

Ms.  Layman.  We  do  not  have  one  answer,  but  it  does  seem  to  be 
environment  causes  such  as  tobacco  smoke,  and  many  reasons. 
Also  we  are  concerned  with  increasing  numbers  of  premature  ba- 
bies that  go  home  to  environments  where  the  environment  is  not 
good,  whether  it  is  tobacco  smoke  or  cockroaches.  Those  kind  of 
things  also  go  into  the  air.  These  are  things  that  we  are  looking 
at. 

I  was  surprised  to  see  Shelly  Williams,  who  was  our  poster  child 
3  years  ago,  is  here.  If  you  could  please  stand  up.  Her  mother  is 
going  to  be  present  in  a  tew  minutes. 

Senator  MURRAY.  Welcome,  Shelly. 

Ms.  Layman.  She  is  a  success  story. 

Senator  Murray.  Thank  you. 

STATEMENT    OF    ABBEY    MEYERS,    NATIONAL    ORGANIZATION    FOR 
RARE  DISORDERS 

Senator  Murray.  Our  next  person  is  Abbey  Meyers. 

Ms.  Meyers.  Yes;  thank  you.  First  I  would  like  to  say,  Ms.  Mur- 
ray, that  I  admired  your  campaign  very  much,  as  a  housewife  with 
sneakers,  I  am  a  housewife  from  Connecticut. 

Senator  Murray.  I  wish  I  had  them  on. 

Ms.  Meyers.  There  are  several  things  that  I  wanted  to  talk  to 
you  about.  Some  of  these  things  will  not  require  an  outlay  of 
money. 

First  of  all,  something  should  be  done  about  the  control  of  indi- 
rect costs  that  are  charged  by  universities  on  scientific  grants. 
When  a  scientist  gets  a  grant  from  NIH,  a  large  proportion  of  that 
money  goes  to  the  university  for  overhead.  And  the  university  does 
deserve  the  overhead,  nobody  wants  to  take  it  away,  but  in  the  ab- 
sence of  some  controls,  this  has  run  into  scandals  such  as  the  Stan- 
ford University  scandal  where  a  lot  of  this  money  was  not  used  for 
the  right  purposes. 

So  we  would  like  the  Federal  Government  to  come  up  with  some 
kind  of  a  formula  that  could  be  used  to  make  sure  that  these  types 
of  abuses  do  not  happen  in  the  future.  Our  concern  is  that  the  sci- 
entists who  were  doing  the  research  should  be  able  to  do  the  re- 
search. Now  more  and  more  money  is  being  taken  away  from  them 
and  it  should  really  be  taken  from  indirect  costs. 

The  second  thing  is  that  the  life  blood  of  biomedical  research  is 
the  R01  grants.  That's  the  scientist  who  comes  up  with  an  idea  and 
just  freely  applies  to  NIH  for  a  grant  to  work  on  a  specific  disease 
or  idea  that  he  has. 

And  yet  every  time  money  is  earmarked  out  of  the  Federal  budg- 
et for  the  big  projects,  like  AIDS  or  breast  cancer  or  whatever,  the 
R01  grant  fund  gets  smaller  and  smaller.  So  the  scientists  who  are 


26 

being  really  creative  by  coming  up  with  scientific  ideas  on  unique 
things  stand  less  of  a  chance  of  getting  funded.  And  we  would  like 
to  see  a  larger  R01  grant  pool. 

Another  problem  is  the  gene  therapy.  And  I  would  like  to  say  I 
am  a  member  of  the  Recombinant  DNA  Advisory  Committee  and 
I  am  not  speaking  on  behalf  of  them.  I  am  speaking  on  behalf  of 
NORD,  which  is  the  National  Organization  for  Rare  Disorders, 
which  represents  5,000  different  rare  disorders. 

The  technology  of  gene  therapy  was  developed,  the  concept  was 
developed  for  genetic  diseases.  And  yet  90  percent  of  the  experi- 
ments going  on  now  are  for  cancer.  Arid  we  would  like  to  see  some 
language  in  your  report  this  year  that  requests  NIH  to  focus  more 
on  gene  therapy,  make  a  special  effort  on  gene  therapy,  for  heredi- 
tary disorders.  There  just  does  not  seem  to  be  enough  money  in  the 
genetic  diseases  to  be  able  to  launch  programs  in  this  area. 

We  also  feel  that  eventually  we  would  like  to  see  the  human  ge- 
nome project  become  a  separate  institute,  with  an  intramural  and 
extramural  program. 

And  finally,  we  would  look  to  see  an  office  for  rare  diseases 
which  was  recommended  by  the  National  Commission  on  Orphan 
Diseases  which  was  issued  to  Congress  in  1983 — 1989 — nothing 
has  ever  happened.  Meanwhile,  there  is  an  office  for  women's 
health,  there's  an  office  for  minority  health,  and  there's  even  an  of- 
fice for  health  foods  at  NIH  now. 

PREPARED  STATEMENT 

But  for  5,000  rare  diseases  affecting  20  million  Americans,  there 
is  no  office  for  rare  diseases.  There  is  one  person  who  is  the  rare 
disease  liaison  there.  He  has  no  budget,  he  has  no  staff  and  he  des- 
perately needs  to  be  made  into  an  office.  And  that  is  our  major  re- 
quest. 

Thank  you. 

[The  statement  follows:] 

Statement  of  Abbey  S.  Meyers 

Mr.  Chairman,  members  of  the  Subcommittee,  the  National  Organization  for  Rare 
Disorders  (NORD)  is  submitting  this  testimony  on  behalf  of  fiscal  year  1994  appro- 
priations for  the  National  Institutes  of  Health  (NIH).  We  are  concerned  about  all 
of  the  Institutes  because  research  on  rare  "orphan  diseases"  is  conducted  at  every 
Institute,  and  the  conduct  of  NIH's  basic  and  clinical  research  impacts  on  all  5,000 
rare  disorders  and  the  twenty  million  Americans  who  are  affected  by  them. 

We  are  primarily  concerned  about  the  following  matters  which  we  hope  this  sub- 
committee will  consider  in  its  fiscal  year  1994  report: 

Research  and  national  health  insurance  reforms 

In  the  debate  about  reform  of  our  health  insurance  system,  we  ask  this  sub- 
committee to  vigilantly  defend  the  research  enterprise.  If  'managed  competition"  is 
to  be  instituted,  we  are  concerned  that  patients  may  be  prevented  from  traveling 
to  distant  university  affiliated  hospitals  outside  of  their  local  insurance  area.  This 
could  have  a  devastating  effect  on  clinical  research,  particularly  for  rare  "orphan 
diseases."  Since  few  patients  in  a  geographic  area  have  one  particular  rare  disorder, 
it  would  be  impossible  to  operate  clinical  trials  if  patients  cannot  be  solicited  from 
distant  geographic  areas. 

We  are  already  seeing  the  effects  of  this  problem  because  rare  disease  researchers 
at  universities  often  complain  to  us  that  patients  who  want  to  enter  clinical  trials 
are  not  receiving  pre-approvals  from  local  HMO's  for  referral  outside  their  commu- 
nities. Since  most  universities  require  patients  to  pay  for  at  least  a  portion  of  their 
medical  expenses,  many  poor  and  lower  middle  income  patients  are  being  denied  the 
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opportunity  to  participate  in  research  due  to  reimbursement  denials  for  out-of-area 
referrals. 

Government  subsidies  of  drug  development 

Drugs  developed  with  federal  funds  through  NIH  intramural  or  extramural  re- 
search should  be  priced  "reasonably."  There  have  been  several  hearings  in  the 
House  and  Senate  recently  about  this  problem,  and  we  urge  this  subcommittee  to 
help  fashion  a  solution.  The  taxpayer  is  forced  to  pay  several  times  over  for  out- 
rageously priced  drugs  that  were  developed  with  federal  funds,  and  this  is  an  injus- 
tice. 

For  example,  the  orphan  drug  Ceredase,  a  treatment  for  Gaucher's  disease,  was 
developed  over  a  twenty  year  period  at  NIH,  and  the  technology  was  given  with  no 
strings  attached,  to  a  company  that  now  charges  $350,000  per  year  for  an  average 
adult  male.  The  taxpayer  supported  development  of  the  drug,  and  it  seems  the  tax- 
payer is  paying  again  now  through  rising  health  insurance  premiums  and  Medicare/ 
Medicaid  taxes. 

We  suggest  that  the  government  create  an  independent  committee  of  financial 
and  medical  experts  who  will  set  the  prices  of  drugs,  devices  and  other  products 
that  are  developed  with  government  funds  and  then  commercialized.  We  think  the 
government's  role  (such  as  CRADA's,  SBIR  grants,  etc.)  is  very  important  and 
should  be  continued  or  even  expanded.  However,  the  government's  contribution  and 
the  company's  actual  R&D  costs  plus  a  reasonable  profit  should  be  the  basis  upon 
which  the  prices  for  these  products  are  set. 

Indirect  costs 

The  government  must  control  indirect  costs  charged  by  universities  for  extramural 
research  grants.  We  have  warned  this  committee  for  many  years  about  this  problem, 
even  before  the  indirect  costs  scandal  at  Stanford  became  public  knowledge. 

There  is  no  reason  why  one  university  should  charge  30  percent  for  indirect  costs 
and  another  charge  90  percent.  Of  course,  there  will  be  variations  in  costs,  particu- 
larly due  to  the  size  of  a  university  and  geographic  location.  However,  the  span 
should  not  be  so  broad  nor  based  on  such  tenuous  criteria.  Every  dollar  appro- 
priated by  this  subcommittee  is  needed  for  research,  but  what  percentage  is  actually 
getting  to  the  scientists  because  of  the  indirect  costs  factor? 

The  human  genome  project  and  gene  therapy 

The  Human  Genome  Project  has  become  one  of  the  most  important  endeavors  in 
the  history  of  science.  Practically  every  week  new  disease  causing  genes  are  being 
discovered^  offering  the  hope  of  treatments  and  cures  we  never  thought  possible.  We 
urge  you  to  continue  support  of  this  life-saving  endeavor. 

We  have  several  concerns  about  the  progress  of  human  gene  therapy.  Approxi- 
mately 90  percent  of  gene  therapy  experiments  in  the  last  two  years  have  been  tar- 
geted toward  cancer,  not  genetic  diseases.  There  seems  to  be  so  many  scientists 
working  on  cancer,  and  so  much  funding  available,  that  it  is  relatively  easy  to  de- 
sign, staff  and  implement  protocols  for  cancer.  We  believe  that  directions  from  this 
committee  are  needed  to  focus  more  of  NIH's  research  effort  on  gene  therapy  for  he- 
reditary disorders.  We  also  believe  that  special  efforts  should  be  made  to  train 
young  genetic  scientists  in  this  new  technology,  so  they  will  be  able  to  conduct  gene 
therapy  experiments  on  hereditary  diseases  in  the  future.  This  committee,  through 
its  report,  can  help  shift  NIH's  priorities,  and  it  is  NIH's  priorities  we  are  concerned 
about. 

Rare  disease  office  and  clinical  database 

NIH  has  an  office  for  rare  diseases  with  one  staff  person  and  no  budget.  We  feel, 
in  compliance  with  the  recommendations  of  the  National  Commission  on  Orphan 
Diseases,  that  this  office  should  be  staffed  and  given  a  budget  so  it  can  begin  to 
accomplish  some  of  the  coordination  activities  that  are  desperately  needed.  This  in- 
cludes a  Rare  Disease  Clinical  Database  which  would  enable  patients  to  locate  re- 
searchers who  need,  but  cannot  find,  research  subjects  with  specific  diagnoses.  Right 
now  we  find  that  patients  search  in  vain  for  researchers,  and  researchers  search 
fruitlessly  for  patients.  A  Rare  Disease  Clinical  Database  would  link  them  together 
so  that  clinical  research  can  proceed  with  adequate  numbers  of  patients. 

Ethnic  balance  requirement  for  clinical  research  funded  by  the  NIH 

Recently  the  National  Institutes  of  Health  have  imposed  a  requirement  that  pa- 
tients included  in  clinical  trials  must  reflect  the  ethnic  distribution  of  the  population 
from  which  the  trial  was  drawn.  This  is  commendable  when  it  involves  trials  of  com- 
mon diseases  involving  large  numbers  of  patients,  but  could  be  a  potential  disaster 
when  this  principal  is  mandated  for  clinical  trials  of  rare  diseases.  Some  rare  dis- 
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eases  exist  exclusively  in  one  ethnic  population.  Frequently  a  researcher  is  pressed 
to  find  the  bare  minimum  of  patients  to  conduct  a  meaningful  clinical  trial,  and  the 
numbers  involved  can  be  quite  small,  for  instance  five  to  ten  patients.  Some  dis- 
eases are  so  rare  that  only  100  to  200  patients  are  known  to  exist  in  all  of  North 
America.  To  further  prejudice  the  trial  by  requiring  ethnic  balance  in  this  limited 
population  is  medically  and  economically  unwise.  We  urge  this  committee  to  relieve 
all  clinical  trials  on  orphan  diseases  from  this  requirement. 

In  summary,  we  want  you  to  understand  that  the  major  medical  breakthroughs 
of  the  last  fifty  years  have  overwhelmingly  been  the  product  of  NIH  supported  aca- 
demic research,  not  industry  and  not  the  private  sector.  NIH  funded  development 
of  the  science  of  biotechnology,  gene  therapy,  imaging  technologies,  gene  mapping, 
and  a  host  of  vitally  important  technological  strategies.  It  is  essential  that  NIH  con- 
tinues on  its  present  course,  and  that  this  Subcommittee  provides  the  resources  that 
are  essential  for  this  endeavor. 

The  proposed  fiscal  year  1994  budget,  if  enacted,  will  reduce  the  number  of  com- 
peting R01  grants  from  their  fiscal  year  1993  level.  When  these  grants  are  not  fund- 
ed on  rare  diseases,  virtually  all  research  on  that  disease  may  stop.  Many  rare  dis- 
eases are  studied  by  only  one  or  two  scientists  in  our  nation  and  if  they  are  not 
funded,  there  is  no  research.  R01  grants  are  the  lifeblood  of  biomedical  research, 
and  it  is  not  right  that  the  "disease  of  the  month  syndrome"  siphons  off  resources 
for  R01  grants.  We  feel  Congress  should  make  the  funding  pie  bigger,  rather  than 
changing  the  size  of  each  slice. 

Thank  you,  Mr.  Chairman,  for  allowing  us  the  opportunity  to  express  these  views. 

Senator  Murray.  Thank  you.  In  your  written  testimony,  you  also 
mentioned  drug  prices  and  I  was  wondering  if  you  could  answer  a 
question. 

Ms.  Meyers.  Yes. 

Senator  Murray.  You  mentioned  Ceredase.  What  are  some  of  the 
other  drugs  that  you  feel  have  been  outrageously  priced,  as  you 
say,  by  drug  companies? 

Ms.  Meyers.  Well,  Ceredase,  of  course,  is  the  worst  example,  be- 
cause the  Federal  Government  supported  20  years  of  research  at 
NIH  supported  it,  and  the  manufacturer  was  handed  the  tech- 
nology for  free.  And  they  charge  $350,000  a  year  for  that  drug.  And 
it  is  a  chronic  disease,  so  they  need  the  drug  every  year. 

Taxol  is  a  problem.  There  were  hearings  in  the  House  on  that, 
where  the  Federal  Government  not  only  spent  the  money  develop- 
ing it,  but  gave  away  Federal  forests  for  it.  And  there  seems  to  be 
no  control  over  the  companies  that  sell  these  drugs  by  saying  to 
them,  you  must  sell  it  at  a  reasonable  price  and  trying  to  define 
what  reasonable  price  is. 

Epoe  is  another  drug  where  Medicare,  because  it  is  a  drug  for 
hemodialysis  patients,  Medicare  paid  $400  million  last  year  for 
erythropoietin.  It  is  a  wonderful  drug.  But  why  is  there  not  some 
control  over  the  price  of  the  drug? 

STATEMENT  OF  KWAKU  OHENE-FREMPONG,  NATIONAL  ASSOCIATION 
FOR  SICKLE  CELL  DISEASE 

Senator  Murray.  Thank  you.  Our  next  witness  is  Kwaku  Ohene. 

Dr.  Ohene-Frempong.  Thank  you,  Senator.  I  am  speaking  on  be- 
half of  the  National  Association  for  Sickle  Cell  Disease,  which  has 
75  chapters  serving  300  communities  throughout  the  country;  and 
also  on  behalf  of  my  family  and  our  21  year  old  who  has  sickle  cell 
disease. 

Sickle  cell  disease  affects  about  50,000  Americans  and  another 
2.5  million  are  healthy  carriers  of  the  trait.  While  most  of  these  pa- 
tients are  African -American,  a  small  percentage  of  the  patients  are 
Americans  of  Mediterranean,  Eastern,  or  Indian  origin. 
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In  the  past  40  years,  sickle  cell  disease  has  been  one  of  the  most 
intensely  studied  diseases.  The  disease  is  said  to  be  the  first  molec- 
ular disease,  that  is  the  first  disease  whose  cause  who  explained 
on  the  basis  of  an  abnormal  protein  produced  by  a  specific  gene 
whose  specific  arrow  was  clearly  delineated  when  the  structure  was 
elucidated. 

In  fact,  sickle  cell  disease  and  related  disorders  and  the  gene 
complex  that  is  responsible  for  them  represent  the  most  studied 
molecular  system  in  man. 

Medical  science  has  learned  an  awful  lot  about  genetics  and 
human  disease  through  the  study  of  sickle  cell  disease  and  related 
disorders.  The  gene  for  sickle  cell  disease  was  discovered  15  years 
ago,  but  we  are  still  waiting  for  a  universal  cure  through  gene  ther- 
apy or  effective  treatment. 

For  all  that  medical  science  has  learned  from  the  study  of  sickle 
cell  disease,  those  affected  by  it  still  live  lives  of  frequent  attacks 
of  severe  pain,  stroke  at  an  early  age,  debilitating  joint  disease, 
and  early  death. 

Because  of  the  fact  that  sickle  cell  disease  affects  largely  a  mi- 
nority African -American  population,  the  slowness  in  progress  in 
finding  effective  treatment  has  been  viewed  by  many  in  our  com- 
munity as  due  to  lack  of  interest  on  the  part  of  government  and 
medical  research. 

Clearly  there  has  been  improvement  in  the  care  of  sickle  cell  dis- 
ease patients;  30  years  ago,  50  percent  of  patients  with  sickle  cell 
disease  in  the  United  States  died  before  they  were  20  years  of  age. 
Today  90  percent  of  the  children  with  sickle  cell  disease  are  ex- 
pected to  survive  into  adulthood,  although  only  one-half  of  them 
will  live  past  50  years  of  age. 

Much  of  the  progress  has  come  through  research  that  is  orga- 
nized by  the  Sickle  Cell  Disease  Branch  of  the  National  Heart, 
Lung  and  Blood  Institute.  Some  of  sickle  cell  research  at  the  NIH 
has  been  organized  through  the  comprehensive  sickle  cell  centers. 

The  ultimate  goal  of  these  centers  is  to  find  a  cure  or  effective 
treatment  for  sickle  cell  disease.  With  all  their  success,  the  com- 
prehensive centers  have  not  received  adequate  funding  support. 

Since  1972,  when  the  centers  were  originally  established,  funding 
has  not  seen  any  real  increases.  In  fact,  in  recent  years,  approved 
projects  of  the  centers  have  never  been  funded  at  the  recommended 
levels.  In  the  1988  to  1993  funding  cycle,  the  centers  began  their 
first  year  of  funding  with  a  15-percent  cut  in  their  recommended 
and  approved  budgets.  Budgets  were  reduced  in  4  of  the  5  years 
in  that  cycle. 

On  April  1,  1993,  10  centers,  the  minimum  number  permitted  by 
law,  having  been  selected  after  grueling  competition,  began  a  new 
5-year  cycle.  Centers  competing  to  renew  their  grants  were  limited 
in  the  first  year  of  the  new  application  to  a  10-percent  increase 
over  their  final  years  budget  of  the  last  cycle.  They  were  also  lim- 
ited to  only  4  percent  increases  in  annual  budgets  over  the  5-year 
period. 

However,  before  initiating  their  research  projects,  the  successful 
centers  have  been  informed  that  their  recommended  budgets  have 
been  slashed  by  12  percent  across  the  board.  This  means  for  re- 
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newed  centers,  the  budget  this  year  is  not  10  percent  over  their 
previous  year's  budget  as  promised,  but  2  percent  less. 

With  further  reductions  over  the  next  4  years,  several  research 
proiects  will  have  to  be  curtailed  in  order  for  investigators  to  make 
ends  meet.  The  total  annual  budget  for  the  10  comprehensive  sickle 
cell  centers  now  stands  at  approximately  $17  million.  Is  this  late 
or  reduced  level  of  support  justified  by  the  results  of  research  in 
this  field?  The  answer  is  no. 

In  the  last  6  years  there  has  been  tremendous  excitement  in  re- 
search in  sickle  cell  disease.  There  is  real  promise  for  dramatic  im- 
provement in  the  care  of  sickle  cell  patients.  One  of  the  major 
areas  involves  the  use  of  drugs  to  produce  the  production  of  fetal 
hemoglobin,  which  can  block  the  formation  of  sickle  cells.  This  area 
of  research  needs  some  support  from  the  Government.  We  need  to 
have  drug  trials  organized  in  large  numbers  of  patients  so  that 
these  promising  cures  can  actually  be  carried  to  fruition. 

PREPARED  STATEMENT 

Sickle  cell  disease,  as  the  molecular  disease,  is  a  perfect  model 
for  the  development  of  gene  therapy.  And  we  recommend  that  the 
Government  establish  at  least  two  centers  for  gene  therapy  for 
sickle  cell  disease  in  the  next  5  to  10  years. 

It  is  quite  clear  that  a  cure  for  sickle  cell  disease  can  be  found 
in  the  next  10  years,  also  through  gene  therapy. 

Thank  you  very  much  for  the  opportunity  to  testify. 

[The  statement  follows:] 

Statement  of  Kwaku  Ohene-Frempong,  M.D. 

Sickle  Cell  Disease  (SCD)  affects  about  50,000  Americans  and  another  2.5  million 
are  healthy  carriers  of  the  trait.  While  most  of  these  patients  are  African  American, 
a  small  percentage  of  the  patients  are  Americans  of  Mediterranean,  Middle  Eastern, 
or  Indian  origin.  It  is  not  surprising  to  find  Italian,  Greek,  Turkish,  Cypriot,  Arab, 
or  Indian  Americans  who  have  SCD.  The  World  Health  Organization  estimates  that 
250,000  babies  are  born  each  year  with  SCD,  most  of  them  in  tropical  Africa.  In 
the  United  States  of  America,  1000  babies  are  born  each  year  with  SCD. 

SCD  was  first  revealed  to  modern  medicine  in  the  U.S.  in  1910.  Surprisingly  this 
discovery  was  not  made  through  any  of  the  hundreds  of  African  American  patients 
who  must  have  been  ill  with  and  died  from  SCD  in  America  for  over  400  years,  but 
through  a  dental  student  from  Grenada  who  had  come  to  study  in  Chicago.  The  gen- 
eral American  public  became  aware  of  SCD  in  the  1960's  and  since  that  time  there 
has  been  a  public  perception  that  the  government  has  not  paid  much  attention  to 
those  affected  by  this  disease.  The  Federal  Government  established  the  SCD  Branch 
of  the  National  Heart,  Lung  and  Blood  Institute  (NHLBI)  of  the  National  Institutes 
of  Health  (NIH)  in  1972. 

The  National  Association  for  Sickle  Cell  Disease  (NASCD)  was  organized  in  1971 
to  create  awareness  of  the  impact  of  the  sickle  cell  conditions  on  the  individual  and 
family,  and  to  coordinate  a  national  effort  to  develop  and  implement  comprehensive 
health  care  programs  for  persons  with  these  conditions.  Today,  the  organization  has 
75  chapters  serving  300  communities  throughout  the  country. 

In  the  past  40  years,  SCD  has  been  one  of  the  most  intensely  studied  diseases. 
The  disease  is  said  to  be  the  "first  molecular  disease",  that  is,  the  first  disease 
whose  cause  was  explained  on  the  basis  of  an  abnormal  protein,  produced  by  a  spe- 
cific gene  whose  specific  error  was  clearly  delineated  when  the  structure  of  DNA 
was  elucidated.  In  fact,  SCD  and  related  disorders  and  the  gene  complex  that  is  re- 
sponsible for  them  represent  the  most  studied  molecular  system  in  man.  Medical 
science  has  learned  an  awful  lot  about  genetics  and  human  disease  through  the 
study  of  SCD  and  related  disorders.  The  gene  for  SCD  was  discovered  15  years  ago, 
but  we  are  still  waiting  for  a  universal  cure  through  gene  therapy  or  effective  treat- 
ment. For  all  that  medical  science  has  learnt  from  the  study  oi  SCD  those  affected 
by  it  still  live  lives  of  frequent  attacks  of  severe  pain,  stroke  at  an  early  age,  debili- 
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tating  joint  disease  and  early  death.  Because  of  the  fact  that  SCD  affects  largely 
a  minority  African  American  population,  the  slowness  of  progress  in  finding  effective 
treatment  has  been  viewed  by  many  in  our  community  as  due  to  lack  of  interest 
on  the  part  of  government  and  medical  researchers. 

Clearly,  there  has  been  improvement  in  the  care  of  SCD  patients.  Thirty  years 
ago  50  percent  of  patients  with  SCD  in  the  U.S.  died  before  they  were  20  years  of 
age.  Today  90  percent  of  children  with  SCD  are  expected  to  survive  into  adulthood 
although  onlv  half  of  them  may  live  past  50  years  of  age.  Much  of  the  progress  has 
come  through  research  studies  organized  by  the  SCD  Branch  of  the  NHLBI.  Much 
of  SCD  research  at  the  NIH  has  been  organized  through  the  Comprehensive  Sickle 
Cell  Centers.  These  Centers  have  successfully  brought  together  experts  in  basic 
science  research,  clinical  research,  educational  and  psychosocial  research  in  research 
programs  organized  to  address  the  myriad  of  problems  faced  by  those  affected  with 
SCD.  The  Centers,  funded  on  competitive  5-year  cycles,  have  generated  a  large  body 
of  knowledge  about  the  basic  nature  of  SCD,  it's  effects  on  those  affected,  and  how 
it  may  be  treated  or  cured.  The  Centers  have  been  organized  with  the  patient  as 
the  central  focus  so  that  research  findings  are  quickly  translated  into  care  and  dem- 
onstration programs  to  the  benefit  of  patient  and  family.  The  ultimate  goal  of  these 
Centers  is  to  find  a  cure  or  effective  treatment  for  SCD.  This  successful  model  has 
been  applied  to  other  diseases. 

With  all  their  success,  the  Comprehensive  Sickle  Cell  Centers  have  not  received 
adequate  funding  support.  Since  1972  when  the  Centers  were  originally  established, 
funding  has  not  seen  any  increases  in  real  terms.  In  fact  in  recent  years,  approved 
budgets  of  the  Centers  have  never  been  funded  at  the  recommended  levels.  In  the 
1988  to  1993  funding  cycle,  the  Centers  began  their  first  year  of  funding  with  a  15 
percent  cut  in  their  recommended  and  approved  budgets.  Budgets  were  reduced  in 
four  of  the  five  years  in  that  cycle.  On  April  1,  1993,  10  Centers,  the  minimum  num- 
ber permitted  by  law,  having  been  selected  after  a  grueling  competition,  began  a 
new  five  year  cycle.  Centers  competing  to  renew  their  grants  were  limited  in  the 
1st  year  of  their  new  application  to  a  10  percent  increase  over  their  final  yearns 
budget  of  the  last  cycle.  They  were  also  limited  to  only  4  percent  increases  in  annual 
budgets  over  the  5  years.  However,  before  initiating  their  research  projects,  the  suc- 
cessful Centers  have  been  informed  that  their  recommended  budgets  have  been 
slashed  by  12  percent  across  the  board.  This  means  for  renewed  Centers,  their  budg- 
et this  year  is  not  10  percent  over  their  previous  year's  budget  as  promised,  but  2 
percent  less!  With  further  reductions  over  the  next  4  years,  several  research  projects 
will  have  to  be  curtailed  in  order  for  investigators  to  make  ends  meet.  The  total  an- 
nual budget  for  the  10  Comprehensive  Sickle  Cell  Centers  now  stands  at  approxi- 
mately $17  million  or  about  half  of  the  $30  million  the  NIH  spends  on  research  in 
SCD.  This  has  been  a  discouraging  record  of  support.  Is  this  flat  or  reduced  level 
of  support  justified  by  the  results  of  research  in  this  field?  The  answer  is,  no. 

In  the  last  six  years  there  has  been  tremendous  excitement  in  research  in  SCD. 
There  is  real  promise  for  dramatic  improvement  in  the  care  of  sickle  cell  patients. 
One  of  the  major  areas  of  research  in  SCD  and  related  disorders  has  been  to  find 
a  way  for  red  blood  cells  to  turn  on  the  genes  for  the  production  of  fetal  hemoglobin, 
the  oxygen  carrying  protein  we  make  in  our  blood  cells  as  babies  in  the  womb.  Fetal 
hemoglobin  in  high  enough  levels  is  able  to  block  the  formation  of  sickle  cells.  Sev- 
eral medicinal  agents  have  been  found  to  cause  increase  in  the  production  of  fetal 
hemoglobin  in  red  blood  cells  of  SCD  patients.  Two  of  these  agents,  hydroxyurea  and 
butyrates  are  undergoing  human  tests.  When  hydroxyurea  was  first  discovered  to 
have  potential  therapeutic  value  in  SCD,  it  took  more  than  5  years  of  small  scale 
studies  before  a  large  scale  controlled  study  was  organized.  Now,  butyrates,  the  lat- 
est and  perhaps  the  most  promising  of  all  drugs  tested  before  in  SCD,  have  been 
publicized  throughout  the  world  as  potential  treatment  for  SCD.  Everyday,  we  re- 
ceive calls  from  patients  and  their  families  inquiring  about  where  they  can  receive 
treatment  with  butyrates.  How  long  are  the  patients  and  their  families  going  to  wait 
before  definitive  studies  can  be  organized  to  test  these  new  medications?  For  many 
the  wait  may  be  too  long  and  too  late. 

Five  years  ago,  European  researchers  led  efforts  to  cure  SCD  through  bone  mar- 
row transplantation  (BMT)  for  a  selected  number  of  patients.  While  this  treatment 
has  yielded  promising  early  results,  the  response  in  America  has  been  very  slow. 

At  these  times  when  a  final  push  is  needed  to  close  the  case  on  SCD  by  finding 
a  cure  or  effective  treatment,  researchers  are  deserting  this  field  of  research.  In  fact, 
since  1982  the  number  of  investigator  initiated  applications  to  the  NIH  for  research 
grants  in  SCD  has  been  declining.  One  of  the  reasons  for  this  must  be  a  perception 
that  there  is  not  as  much  support  for  research  in  SCD  as  it  is  for  other  diseases. 
Young  researchers  watching  their  mentors  struggle  to  renew  their  sickle  cell  re- 
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search  grants  only  to  have  their  budgets  slashed  are  not  encouraged  to  pursue  ca- 
reers in  this  field. 

There  are  very  few  African  Americans  in  biomedical  research.  One  of  the  ways 
to  try  to  improve  this  situation  has  been  to  attract  African  American  and  other  mi- 
nority group  students  and  young  researchers  to  SCD  research  through  the  Minority 
Supplement  Program.  Through  that  Program,  NIH-funded  investigators  could  re- 
cruit minority  candidates  into  biomedical  research  with  NIH  support.  Last  year,  the 
Minority  Supplement  Program  for  the  Sickle  Cell  Centers  was  discontinued.  This 
summer,  several  high  school  and  college  students  who  were  being  groomed  through 
research  apprenticeships  can  no  longer  train  at  their  mentoring  laboratories. 

The  National  Association  for  Sickle  Cell  Disease  is  concerned  that  support  for 
SCD  research  is  being  reduced  at  the  very  time  when  a  cure  or  effective  treatment 
is  imminent.  With  concentrated  effort  this  disease  can  be  cured  within  the  next  ten 
years.  SCD,  as  the  first  molecular  disease,  is  an  excellent  model  for  the  gene  ther- 
apy. There  are  a  number  of  extremely  gifted  research  scientists  involved  in  research 
in  SCD  and  related  diseases  who  can  be  supported  to  develop  programs  of  gene 
therapy  in  this  disease.  There  is  a  need  to  intensify  the  testing  of  new  and  promis- 
ing drugs.  The  careful  testing  of  drugs  in  large  numbers  of  SCD  patients  can  be  eas- 
ily conducted  because  of  the  existence  of  a  network  of  collaborating  medical  centers 
which  have  worked  together  on  studies  in  SCD  since  the  1970's. 

The  National  Association  for  SCD  would  like  to  make  the  following  specific  rec- 
ommendations: 

1.  The  10  NIH-app  roved  Comprehensive  Sickle  Cell  Centers  should  be  funded  at 
their  recommended  levels.  We  ask  that  federal  funding  for  the  Centers  be  increased 
by  $3  million  to  enable  approved  research  projects  to  be  conducted  as  recommended 
in  the  peer  review  process.  The  success  of  the  Centers  concept  in  advancing  research 
in  SCD  deserves  to  be  recognized  by  adequate  funding. 

2.  The  network  of  medical  centers  established  through  the  NHLBI  for  clinical  in- 
vestigations in  SCD  should  be  maintained  as  the  best  system  for  quickly  testing 
new  treatments  in  SCD.  In  this  regard,  the  well  organized  Cooperative  Study  of 
Sickle  Cell  Disease  should  be  supported  as  the  ideal  network  for  clinical  trials  in 
SCD.  This  network  demonstrated  its  value  in  the  rapid  conduct  of  the  Penicillin 
Prophylaxis  Study  in  Sickle  Cell  Disease,  perhaps  the  most  important  clinical  study 
ever  conducted  in  this  disease. 

3.  Centers  for  Gene  Therapy  for  SCD  and  Related  Disorders  should  be  estab- 
lished. Two  such  Centers  should  be  established  through  the  National  Institutes  of 
Health  to  concentrate  the  efforts  to  find  a  universal  cure  for  SCD  through  gene  ther- 
apy. As  basic  research  in  SCD  has  yielded  much  knowledge  about  human  genes  and 
diseases  in  general,  it  is  expected  that  success  in  gene  therapy  for  SCD  will  also 
pave  the  way  for  similar  successes  in  other  diseases.  The  establishment  of  such  Cen- 
ters will  also  be  a  fitting  response  to  the  contributions  made  to  medical  science  by 
those  affected  by  these  disorders. 

4.  In  order  to  increase  the  number  of  African  American  and  members  of  other  mi- 
nority groups  in  biomedical  research,  adequate  funding  should  be  provided  to  re- 
store the  Minority  Supplement  Program.  In  addition,  in  accord  with  a  report  of  an 
NHLBI  Task  Force,  a  Sickle  Cell  Research  Scholars  Program  should  be  established 
within  the  Comprehensive  Sickle  Cell  Centers.  Each  Center  should  be  provided  suf- 
ficient resources  to  fund  at  least  one  such  Scholar  drawn  from  the  ranks  of  young 
investigators  on  the  medical  school  and  hospital  faculties  where  Centers  are  funded. 

Senator  Murray.  Thank  you.  What  level  of  SCD  research  by 
NHLBI  would  you  recommend? 

Dr.  Ohene-Frempong.  We  would  like  to  see  a  $3  to  $4  million 
increase  in  funding  for  the  10  comprehensive  sickle  cell  centers. 
And  we  would  like  to  see  $5  to  $10  million  set  aside  for  the  estab- 
lishment of  two  centers  for  gene  therapy  in  sickle  cell  disease. 

Senator  Murray.  Thank  you  very  much. 

STATEMENT  OF  GEORGE  ZITNAY,  NATIONAL  HEAD  INJURY  FOUNDA- 
TION 

Senator  Murray.  The  next  witness  is  George  Zitnay. 

Dr.  ZlTNAY.  Senator  Murray,  thank  you  very  much  for  giving  me 
the  opportunity  to  speak  here  this  afternoon.  I  am  the  president  of 
the  National  Head  Injury  Foundation.  And  quite  frankly,  I'm  here 
to  speak  on  behalf  of  the  8  million  Americans  living  with  head  in- 
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jury  and  for  those  2  million  Americans  every  year  that  will  sustain 
a  head  injury. 

During  the  course  of  my  time  this  afternoon,  20  Americans  will 
sustain  a  head  injury.  Rather  than  read  my  testimony,  I  would  like 
to  talk  with  you  for  a  few  minutes  about  two  people. 

One  is  Mason.  Mason  was  5  weeks  old  when  he  was  being  car- 
ried across  the  street  in  his  mother's  snugly,  up  against  her  bosom 
and  secure  and  safe.  Unfortunately,  his  mother  was  struck  by  a  car 
and  Mason  was  propelled  from  his  mother's  snugly  into  an  oncom- 
ing car  at  the  age  of  5  weeks. 

He  sustained  massive  head  injury.  That  massive  head  injury — 
she  was  told  actually  that  there  was  no  hope,  that  in  fact  he  would 
die. 

As  you  know  we  have  a  policy  in  this  country.  It's  called  scoop 
and  run.  We  pick  up  people.  We  bring  as  fast  as  we  can,  either 
through  transport  systems  or  other  systems  to  the  major  medical 
centers.  Mason  was  lucky.  He  was  picked  up  and  transported  right 
away.  He's  alive.  He's  15  months  old.  He  is  in  what  is  called  a 
nonresponsive  coma.  All  of  his  functions  are  being  maintained  for 
him. 

The  question  that  one  has  to  raise  with  a  Mason  is  if  we  save 
a  Mason  what  are  we  going  to  do?  Where  do  we  need  to  go  to  find 
the  research?  The  answer  has  to  be  through  NIH.  Because  he  could 
live  another  40  or  50  years  in  that  kind  of  condition.  That's  no  life. 
That's  no  quality.  Think  about  his  family  and  everything  else  that's 
involved. 

By  the  way,  he  was  the  first  child  of  this  young  couple. 

The  second  person  I  want  to  talk  to  you  about  is  Jane.  Jane  was 
a  housewife,  dreamed  of  becoming  a  physician.  Went  back,  studied 
hard,  became  a  physician. 

Two  weeks  before  she  was  to  open  up  her  own  practice  for  OB/ 
GYN,  she  was  assaulted.  And  as  a  result  of  the  assault,  was  shot 
in  the  head.  After  surviving  with  a  spinal  cord  injury  as  well  as 
a  head  injury,  she  was  given  up  for  hope. 

Unfortunately,  when  that  happens — her  family  has  lots  of  stress. 
Her  husband  abandoned  her,  which  happens  in  many,  many  in- 
stances. And  Jane  was  left,  basically,  very  dependent.  She  doesn't 
speak.  She's  in  a  wheelchair.  She  operates  her  wheelchair  through 
a  blow  tube.  This  is  how  she  gets  around. 

People  thought  she  was  profoundly  mentally  retarded.  And  be- 
lieve it  or  not,  this  is  a  person  who  worked  all  of  her  life  to  become 
a  physician  was  placed  in  a  sheltered  workshop. 

She  acted  up  in  the  sheltered  workshop.  In  other  words,  she  was 
uncooperative. 

Quite  frankly,  with  the  help  of  some  technology  and  computer- 
based  programming,  it  was  discovered  that  she  has  quite  a  good  ca- 
pacity mentally.  What  she  wanted  and  what  she  did  is  she  poked 
out — when  they  fitted  her  with  the  little  mouthpiece — she  said,  I'm 
not  stupid.  I'm  a  doctor.  Get  me  out  of  here. 

Today  she's  working  back  in  a  hospital,  not  as  a  physician,  but 
as  a  person  who  has  an  opportunity  to  use  her  skill. 

I  am  here  today  to  support  funding  for  NIH  for  the  National  In- 
stitute of  Neurological  Diseases  and  Stroke,  because  we  want  help. 
We  want  cures.  We  want  people  to  live  a  quality  of  life. 
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We  ask  you  to  consider  a  $299  million  increase  for  NINDS.  It 
may  seem  like  a  tremendous  amount.  But  all  you  have  to  do  is 
know  that  brain  injury  alone  costs  us  a  $25  billion  a  year  to  keep 
people. 

The  second  thing  I  want  to  ask  you  about  is  an  additional  $10 
million  increase  for  the  National  Center  for  Medical  Rehabilitation 
Research.  This  is  a  brand  new  center.  It  only  has  $10  million.  It 
focuses  on  function  and  restores  function  to  people  with  disability. 

PREPARED  STATEMENT 

And  finally  I  want  to  ask  you  to  consider  funding  for  two  addi- 
tional regional  centers  for  brain  injury.  There  are  four  of  them 
right  now.  We  would  like  to  have  two  more  to  cover  the  country. 

Thank  you  very  much  for  giving  me  the  opportunity  and  I  am 
very  happy  to  answer  any  questions  that  you  might  have.  Thank 
you. 

[The  statement  follows:] 

Statement  of  George  Zitnay 

Distinguished  Chairman  and  Members  of  the  Subcommittee,  my  name  is  George 
Zitnay,  Ph.D.,  and  I  am  the  President  of  the  National  Head  Injury  Foundation 
(NHIF),  a  national  membership  organization  whose  mission  is  to  promote  the  pre- 
vention of  traumatic  brain  injury  (TBI)  and  to  improve  the  quality  of  life  for  persons 
with  TBI  and  their  families.  I  am  grateful  for  the  opportunity  to  testify  today  on 
the  critical  issue  of  funding  for  medical  rehabilitation  research,  particularly  research 
on  traumatic  brain  injury.  Let  me  begin  with  three  illustrations  of  the  importance 
of  TBI  research: 

Daniel  Rainwater  was  injured  in  a  car  crash  3  years  ago.  As  the  driver  of  the  car, 
his  father  walked  away  without  injury,  but  10-year  old  Daniel  remains  in  a  non- 
responsive  coma  to  this  day.  Daniel  has  no  contractures,  his  skin  is  in  very  good 
shape,  and  his  body  continues  to  grow  and  mature  much  like  any  13-year  old  Doy. 
Daniel  is  tube  fed  with  oral  puree  food  supplements.  His  eyes  constantly  float  round, 
but  he  cannot  respond.  He  lives  in  the  living  room  of  a  small  mobile  home  and  is 
cared  for  24  hours  a  day  by  his  mother.  He  is  physically  larger  than  his  mom,  and 
continues  to  grow.  His  father  has  left  the  family,  unable  to  deal  with  the  life  that 
Daniel  faces.  What  happens  to  Daniel  when  his  mother  can  no  longer  bath,  change 
diapers,  and  take  care  of  him?  What  can  be  done?  How  can  we  determine  whether 
or  not  Daniel  can  understand,  and  whether  or  not  he  can  respond? 

Dr.  David  Swimmer  was  injured  5  years  ago  in  a  rock  slide.  David's  speech  cannot 
be  understood;  he  is  totally  dependent,  physically.  Cognitively,  David  is  very  alert 
and  active.  He  is  trained  as  a  medical  doctor,  but  due  to  his  physical  and  speech 
limitations,  he  can  no  longer  work.  He  has  had  rehabilitation,  but  has  progressed 
with  this  rehabilitation  as  far  as  he  can.  A  doctor,  who  cannot  even  bath  himself, 
or  carry  on  a  conversation,  because  of  an  accident.  Can  we  imagine  the  horror  of 
being  alert,  and  cognitively  active,  but  literally  trapped  in  our  own  body?  Where 
does  Dr.  Swimmer  go  from  here?  How  can  we  undo  the  injury  of  his  trauma? 

Scott  Harper  was  injured  12  years  ago.  Today  he  can  walk,  talk,  and  do  all  of 
his  own  activities  of  daily  living.  He  cannot  remember  to  do  these  activities,  how- 
ever, without  constant  cues  from  someone.  He  cannot  be  left  alone,  because  he  can- 
not remember  if  he  has  eaten,  or  whether  he  has  taken  his  seizure  medication.  His 
stomach  does  not  even  register  whether  or  not  he  is  hungry.  He  can  remember  some 
things,  if  they  have  a  strong  emotional  impact  on  him,  and  he  can  learn  how  to  do 
things,  through  much  repetition.  Again,  he  must  still  be  cued  as  to  time  and  place 
to  get  things  accomplished.  He  knows  no  limits,  even  for  safety  reasons.  Scott  is  30 
years  old,  his  mother  is  55.  What  happens  when  Scott's  mother  dies?  Scott  wanders, 
gets  confused,  lost,  and  often  has  body  tremors  that  make  him  look  drugged  or 
drunk.  The  family  has  constant  battles  with  the  police  force  because  of  his  behavior. 
Scott  has  only  a  slight  physical  impairment,  but  has  no  ability  to  deal  in  the  world 
in  which  he  lives.  Yes,  he  can  walk  into  the  room,  but  he  has  no  idea  what  to  do 
when  he  gets  there!  What  is  the  answer? 

These  individuals  are  demonstrative  of  the  vital  role  that  research  and  service  de- 
livery can  play  in  the  rehabilitation  of  individuals  with  physical  disabilities.  It  has 
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been  shown  in  several  studies  that  rehabilitation  services  are  extremely  cost-effec- 
tive, returning  $11  for  every  $1  spent  on  these  services.  Medical  rehabilitation  re- 
search is  the  vital  link  that  improves  the  medical  and  functional  effectiveness  of  re- 
habilitation interventions  and,  ultimately,  can  have  an  exponential  effect  on  the 
cost-effectiveness  of  these  services. 

RECOMMENDATIONS 

The  National  Head  Injury  Foundation  recommends  a  significant  investment  in 
several  federal  agencies  engaged  in  rehabilitation  research,  specifically  $20  million 
in  the  National  Center  for  Medical  Rehabilitation  Research  (NCMRR),  a  $10  million 
increase  from  fiscal  year  1993,  to  support  important  basic,  applied,  and  clinical  re- 
search on  the  replacement,  enhancement,  and  restoration  of  function  in  persons 
with  physical  disabilities.  In  recognition  of  the  1990's  as  the  Decade  of  the  Brain, 
we  recommend  an  additional  $299  million  in  funding  for  the  NINDS  research  pro- 
gram on  the  central  nervous  system.  Weighing  this  funding  increase  against  the 
truly  staggering  cost  of  brain  disorders  ($4  billion  annually  as  reported  by  the  Na- 
tional Foundation  for  Brain  Research),  this  is  a  modest  and  cost-effective  invest- 
ment. In  order  to  support  a  continuation  of  the  recently  established  regional  system 
of  comprehensive  head  injury  rehabilitation  and  prevention  centers,  we  also  support 
an  increased  appropriation  for  the  Rehabilitation  Services  Administration  (RSA)  in 
fiscal  year  1994. 

NATIONAL  CENTER  FOR  MEDICAL  REHABILITATION  RESEARCH 

The  National  Center  for  Medical  Rehabilitation  Research  (NCMRR)  is  the  newest 
center  within  the  National  Institute  for  Child  Health  and  Human  Development.  The 
NCMRR  was  established  in  1990  to  promote  research  that  will  lead  to  the  replace- 
ment, enhancement  or  restoration  of  function  in  persons  with  physical  disabilities 
in  order  to  maximize  their  functional  capabilities,  both  immediately  after  the  onset 
of  the  disabling  condition  and  throughout  the  life  span.  The  NCMRR  has  identified 
seven  research  priority  areas  that  cut  across  all  physical  disabilities,  including  those 
disabilities  that  have  cognitive  and  behavioral  elements.  These  areas  include  mobil- 
ity, behavioral  adaptation  to  disability,  the  whole  body  system  response  to  disability, 
assistive  technology,  measurement  and  assessment  of  disability,  treatment  effective- 
ness, and  training  of  rehabilitation  researchers. 

Funds  devoted  to  medical  rehabilitation  research  will  lead  to  an  identification  of 
the  most  effective  and  appropriate  rehabilitation  methods  and  assistive  devices  to 
return  persons  with  disabilities  to  optional  function.  A  wide  range  of  research  topics 
are  encompassed  in  the  mission  of  the  center.  Advances  in  this  area  will  lead  to 
more  functionally  independent  persons  with  disabilities  and  an  improved  quality  of 
life,  increased  opportunities  for  education  and  employment,  and  decreased  depend- 
ency and  long-term  health  care  costs  to  society.  Daniel  Rainwater,  David  Swimmer 
and  Scott  Harper  are  the  kind  of  people  who  will  benefit  from  the  rehabilitation  re- 
search conducted  at  the  NCMRR. 

What  makes  the  NCMRR  different  from  other  federal  agencies  conducting  reha- 
bilitation research?  Quite  simply,  the  NCMRR  combines  the  outstanding  science  of 
the  National  Institutes  of  Health  with  its  Congressional  charge  and  stated  mission 
to  improve  the  function  of  individuals  with  physical  disabilities.  The  research  con- 
ducted at  the  NCMRR  has  direct  application  to  people  with  disabilities.  It  is  not  re- 
search for  research  sake.  The  NCMRR  focuses  on  targeted  multi-disciplinary  reha- 
bilitation research  approaches  to  practical  problems  encountered  by  people  with 
physical  disabilities.  While  other  agencies  throughout  the  federal  government  sup- 
port rehabilitation  research  on  service  delivery  models  and  broader  policy  questions, 
the  NCMRR  is  uniquely  suited  to  support  medical  rehabilitation  research  that  will 
translate  into  improved  function  and  improved  quality  of  life  for  people  with  phys- 
ical disabilities. 

The  NCMRR  is  currently  poised  to  make  great  strides  in  rehabilitation  research. 
The  NCMRR  Advisory  Board  has  developed  a  research  plan  which  will  receive  wide 
distribution  in  the  coming  weeks.  Marcus  Fuhrer,  Ph.D.,  an  eminent  rehabilitation 
researcher,  has  been  appointed  as  the  NCMRR's  new  director.  The  Center  is  cur- 
rently ready  to  fund  several  highly  scored  rehabilitation  research  proposals  address- 
ing several  cross-cutting  areas  of  disability,  including  assistive  devices  and  cognitive 
therapies  that  improve  function  in  people  with  disabilities. 

Because  the  NCMRR  is  a  relatively  new  research  program,  the  vast  majority  of 
the  President's  requested  budget  must  be  devoted  to  existing  multi-year  grants.  Ad- 
ditional rehabilitation  research  projects  will  not  be  possible  without  a  significant  in- 
crease in  appropriations  for  fiscal  year  1994.  An  investment  of  10  million  additional 
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dollars  has  the  potential  to  seed  a  new  age  in  rehabilitation  which  could  have  an 
exponential  affect  on  the  cost-effectiveness  of  these  services. 

NATIONAL  INSTITUTE  OF  NEUROLOGICAL  DISORDERS  AND  STROKE 

Congress  has  recognized  the  1990's  as  the  Decade  of  the  Brain.  We  ask  that  this 
Subcommittee  appropriate  $299  million  in  additional  funding  for  the  National  Insti- 
tute of  Neurological  Disorders  and  Stroke  (NINDS),  as  recommended  by  the  NINDS 
Advisory  Council  report  entitled,  "Progress  and  Promise  1992:  A  Status  Report  on 
the  Implementation  Plan  for  the  Decade  of  the  Brain."  The  scientific  community  has 
reported  that  it  is  on  the  edge  of  breakthroughs  in  new  treatments  for  head  injury, 
epilepsy,  spinal  cord  injury,  stroke,  Parkinson's  and  Alzheimer's  disease,  and  mul- 
tiple sclerosis  which  will  lead  to  the  promise  of  improved  outcomes  and  independent 
productive  lives  for  individuals  with  disabilities.  Weighing  this  expenditure  of  addi- 
tional funds  against  the  staggering  cost  to  our  society  in  providing  health  care,  dis- 
ability coverage,  and  other  maintenance  programs  to  these  populations,  this  invest- 
ment is  truly  cost-effective. 

REHABILITATION  SERVICES  ADMINISTRATION  PROGRAM 

The  Rehabilitation  Services  Administration  (RSA)  began  a  program  in  fiscal  year 
1990  which  supports  a  regional  system  of  comprehensive  head  injury  rehabilitation 
and  prevention  centers.  In  that  year,  four  regional  centers  were  funded  with  $15 
million  in  appropriations  and  an  additional  two  centers  were  funded  in  fiscal  year 
1992  with  additional  funds.  We  believe  that  regional  centers  for  rehabilitation  and 
prevention  are  important  in  order  to  improve  services  to  people  with  head  injury. 
These  centers  are  catalysts  for  change  throughout  the  regions  and  their  goal  is  to 
develop  community-based,  non-institutional  rehabilitation  services  for  individuals 
who  have  sustained  head  injuries.  The  program  brings  public  agencies,  private 
agencies,  and  consumers  together  to  create  improved,  much  more  effective  service 
systems.  We  strongly  urge  the  Subcommittee  to  continue  to  fund  this  program  and 
provide  additional  appropriations  for  its  expansion  and  look  forward  to  working  with 
the  Subcommittee  to  help  shape  this  program  in  future  years. 

CONCLUSION 

As  this  nation  grapples  with  the  spiraling  costs  of  health  care,  the  MHIF  strongly 
believes  that  an  investment  in  medical  rehabilitation  research  and  services  is  an  in- 
vestment in  human  potential  that  will  lead  to  a  new  age  in  the  function  of  people 
with  disability  and  a  new  emphasis  on  cost-effective  rehabilitative  care.  Senator 
Kennedy  has  acknowledged  this  fact  by  introducing  S.  725,  the  Traumatic  Brain  In- 
jury Act  of  1993,  which  authorizes  $41  million  for  TBI  research  and  service  improve- 
ments. We  ask  for  your  support  of  this  important  legislation. 

Senator  Murray.  A  $25  billion  figure.  Is  that  what  you  are  esti- 
mating it  is  costing  us  as  a  nation  to  care  for  people  with  traumatic 
brain  injury? 

Dr.  Zitnay.  The  interagency  task  force  report  that  was  put  to- 
gether by  the  previous  administration  under  HHS  has  dem- 
onstrated that  it  cost  $25  billion  to  care  for  people  with  traumatic 
brain  injury  in  this  country  today. 

Senator  Murray.  Can  I  assume  that  you  would  support  legisla- 
tion for  bike  helmets? 

Dr.  Zitnay.  Obviously,  we  work  extraordinarily  hard  for  side  car 
standard,  bicycle  standards,  and  helmets.  That  is  part  of  our  job. 
We  work  very  hard  and  we  know  you  do  too.  Thanks. 

STATEMENT  OF  STEVEN  TEITELBAUM,  AMERICAN  SOCIETY  FOR  BONE 
AND  MINERAL  RESEARCH 

Senator  Murray.  The  next  witness  is  Steven  Teitelbaum. 

Dr.  Teitelbaum.  Thank  you,  Senator.  I  am  here  to  tell  you  about 
the  advance  we  have  made  in  osteoporosis  and  the  fact  that  we  are 
on  the  threshold  of  preventing  this  disease. 

Osteoporosis  is  a  disease  that  affects  27  million  Americans.  Most 
of  them  are  women.  About  one-half  of  the  women  who  reach  the 
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age  of  65  will  develop  osteoporosis  and  because  of  osteoporosis  they 
will  have  fractures. 

The  most  devastating  consequence  of  osteoporosis  is  the  hip  frac- 
ture. About  one-third  of  patients  who  have  hip  fracture  will  die 
within  the  first  year  after  that  hip  structure  and  those  that  do  not 
die  are  generally  confined  to  nursing  homes  or  their  family  has  to 
take  care  of  them.  So  the  social  consequences  of  this  disease  are 
really  profound. 

As  a  conservative  estimate,  it  is  costing  our  country  an  excess  of 
$20  billion  a  year  to  take  care  of  patients  with  osteoporosis.  There 
is,  however,  good  news.  Thanks  to  the  wisdom  and  the  generosity 
of  Congress,  we  made  great  advances  in  this  disease.  We  under- 
stand how  the  cells  work  now.  And  we  have  a  20-minute  test,  sim- 
ple test,  that  enables  us  to  identify  patients  at  risk. 

I  have  a  picture  that  I  have  submitted  of  a  mouse  that  we  devel- 
oped, which  is  an  animal  model  of  osteoporosis.  It  is  a  mouse  that 
has  received  a  human  gene.  We  have  insights  into  the  genetic 
mechanisms  of  this  disease  and  a  tool  in  which  we  can  test  forms 
of  therapy. 

So  we  have  a  great  opportunity  here  to  prevent  this  disease  and 
to  impact  profoundly  on  health  care  costs  to  our  country.  Despite 
these  advances  though,  Senator,  we  are  facing  a  financial  crisis  in 
osteoporosis  research. 

Grants  submitted  to  the  NIH  addressing  osteoporosis  are  really 
disadvantaged  percentage  wise  relative  to  other  grants,  despite  the 
fact  that  it  impacts  on  so  many  American  women. 

It  does  not  make  sense,  Senator,  we  have  such  a  widespread  dis- 
ease and  for  a  relatively  modest  investment,  we  believe  $40  million 
this  year,  we  can  pass  that  threshold  and  actually  prevent  this  dis- 
ease. 

We  strongly  urge  Congress  to  approve  this  request  which  is  in 
the  NIH  reauthorization  bill. 

Finally,  I  feel  compelled  to  share  with  you,  Senator,  my  concerns 
about  biomedical  research  in  this  country.  We  have  an  industry  or 
enterprise  in  biomedical  research  and  biotechnology  that  has  been 
created  by  Americans.  Promises  to  impact  profoundly  on  our  health 
provide  investment  opportunities  and  employment  opportunities 
which  mirror  those  of  the  electronic  revolution  at  its  heyday. 

It  is  moving  away  from  us.  We,  due  to  the  profound  decrease  in 
NIH  funding,  the  brightest  young  Americans  are  not  entering  the 
biotechnology  or  biomedical  research  field.  And  once  again,  we  are 
training  our  competition  and  this  industry  is  moving  offshore. 

My  own  laboratory,  for  example,  which  is  a  full-funded  one,  has 
six  post  doctoral  trainees  in  it,  only  one  of  whom  is  an  American. 
This  is  a  dramatic  reversal  as  compared  to  5  years  ago. 

PREPARED  STATEMENT 

If  this  continues,  we  are  going  to  lose  a  generation  of  biomedical 
researchers.  And  without  these  trained  people,  we  are  not  going  to 
be  able  to  maintain  leadership  in  this  field. 

So,  for  the  economic  health  of  our  country,  Senator,  I  urge  you 
to  reverse  this  trend. 

[The  statement  follows:] 
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Statement  of  Steven  L.  Teitelbaum,  M.D. 

Chairman  Harkin  and  distinguished  members  of  the  subcommittee,  on  behalf  of 
the  American  Society  for  Bone  and  Mineral  Research,  I  am  most  grateful  for  this 
opportunity  to  testify  before  your  subcommittee.  Our  Society  consists  of  nearly  2,000 
physicians  and  basic  scientists  whose  work  and  research  are  dedicated  to  under- 
standing and  finding  cures  for  skeletal  disorders.  Our  members  provide  daily  pa- 
tient care  and  perform  laboratory  research  on  bone  and  mineral  maladies  that  affect 
every  sector  of  society.  As  President  of  the  American  Society  for  Bone  and  Mineral 
Research,  I  also  serve  as  a  board  member  of  the  National  Osteoporosis  Foundation, 
the  only  non-profit,  voluntary  health  organization  dedicated  to  reducing  the  wide- 
spread incidence  of  osteoporosis.  The  National  Osteoporosis  Foundation  serves  pa- 
tients and  health  care  professionals  and  represents  almost  100,000  individuals  in 
all  50  states.  I  would  point  out  that  the  organizations  I  represent  are  members  of 
the  National  Coalition  for  Osteoporosis  and  Related  Bone  Diseases. 

As  Congress  and  the  Administration  begin  to  grapple  with  reforming  the  nation's 
health  care  system,  we  must  keep  in  mind  the  important  role  that  research  plays 
in  keeping  down  health  care  costs.  Osteoporosis  represents  a  major  contribution  to 
these  costs  as  more  than  half  of  our  hip  fracture  patients  will  eventually  require 
assistance  from  members  of  their  family  or  admission  to  nursing  homes  as  a  result 
of  skeletal  disability. 

Your  support  for  funding  for  the  National  Institutes  of  Health,  for  which  we  are 
most  grateful,  has  led  us  to  the  brink  of  major  advancements  in  the  treatment  and 
prevention  of  bone  and  mineral  diseases.  For  the  wise  investment  into  research 
today,  we  can  save  billions  of  dollars  in  the  future. 

Osteoporosis,  which  causes  bone  loss  and  consequently  fracture,  is  the  most  preva- 
lent skeletal  disorder  affecting  27  million  Americans.  Sufferers  are  overwhelmingly 
women  who  are  postmenopausal  and,  in  fact,  one  of  every  two  American  women 
will,  if  the  present  rate  is  not  altered,  develop  fractures  due  to  osteoporosis. 
Osteoporosis  causes  1.5  million  fractures  a  year  and  costs  the  nation  well  in  excess 
of  $10  billion  annually. 

The  consequences  of  osteoporosis  are  profound,  the  most  devastating  of  which  are 
hip  fractures,  which  lead  to  painful  immobilization,  loss  of  independence,  and  fre- 
quently, institutionalization.  Few  realize  that  one-fourth  to  one-third  of  patients 
who  sustain  a  hip  fracture  die  within  a  year,  a  mortality  rate  superseding  that  of 
most  diseases  perceived  as  fatal.  While  the  outlook  for  osteoporotic  patients  has 
often  been  bleak,  we  have  made  great  strides  in  understanding  the  disease,  and  I 
am  here  to  tell  you  that  due  to  past  research  efforts,  we  are  approaching  a  position 
in  which  we  will  be  able  to  impact  on  osteoporosis.  We  have  made  major  insights 
into  how  bone  cells  work  and  respond  to  hormones,  such  as  estrogen,  which  play 
a  critical  role  in  preventing  osteoporosis.  We  have  in  hand  a  simple  twenty  minute 
test  to  measure  bone  mass  which  pinpoints  those  at  risk  for  the  disease. 

While  there  have  been  a  number  of  exciting  discoveries  in  our  field,  I  would  like 
to  share  with  you  one  with  which  I  am  particularly  taken.  One  of  the  ways  we  rec- 
ognize severe  osteoporosis  is  by  development  of  a  spinal  or  "dowager's"  hump.  This 
deformity  represents  multiple  spinal  fractures  leading  to  collapse  of  the  vertebral 
column  and  subsequent  disability.  If  you  will  please  turn  to  our  submitted  figure, 
Panel  A  is  a  picture  of  one  of  our  osteoporotic  patients.  You  will  note  she  is  stooped 
and  has  a  typical  osteoporotic  hump  on  her  back.  Panel  B  is  a  picture  of  two  mice. 
The  bottom  mouse  is  normal,  but  the  one  on  top  has  a  hump  on  its  back.  Panel  C 
is  a  reproduction  of  our  patient's  x-ray  in  which  you  can  see  her  distorted  spine  and 
the  osteoporotic  hump.  Finally,  Panel  D  is  an  x-ray  of  our  two  mice  in  which  the 
top  animal  has  a  hump  similar  to  that  of  our  patient.  When  one  examines  the  bones 
of  our  "humped"  mouse  under  the  microscope,  they  are  identical  to  those  of  our 
osteoporotic  patient.  Thus,  we  have  a  mouse  model  of  human  osteoporosis. 

What  is  particularly  exciting  about  the  osteoporotic  mouse  is  that  it  was  produced 
in  the  laboratory  of  Dr.  David  Lewis  of  the  University  of  Washington  by  inserting 
a  particular  gene  into  the  DNA  of  a  mouse  fetus.  Therefore,  we  identified  a  gene, 
also  present  in  humans,  that  when  activated,  produces  osteoporosis. 

Paget's  disease  is  another  common  bone  disorder  which  affects  as  many  as  2  per- 
cent of  those  over  65.  The  disease  causes  painful  distortion  of  the  skeleton  resulting 
in  bowed  limbs,  curvature  of  the  spine,  an  enlarged  skull,  malignant  bone  tumors, 
hearing  loss,  and  cardiovascular  problems. 

Evidence  from  the  laboratory  strongly  suggests  that  Paget's  disease  is  caused  by 
a  virus.  While  we  cannot  as  yet  cure  or  prevent  Paget's  disease,  our  understanding 
of  the  way  in  which  bone  cells  function  has  led  to  the  development  of  effective 
means  of  treating  its  symptoms. 
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While  most  patients  with  bone  disease  are  adult  women,  afflicted  children  are 
particularly  pathetic.  Osteogenesis  imperfecta  is  an  inherited  disorder  causing  frac- 
tures in  infants  and  children,  typically  leading  to  severe  dwarfing  and  even  death. 
NIH-funded  research  has  established  the  genetic  mutations  responsible  for 
osteogenesis  imperfecta.  This  exciting  discovery  raises  the  ultimate  prospect  of  gene 
therapy. 

Funding  for  skeletal  research  has  been  provided  primarily  by  six  institutes  of  the 
National  Institutes  of  Health.  They  are:  National  Institute  of  Aging,  National  Insti- 
tute of  Arthritis,  Musculoskeletal  and  Skin  Diseases,  National  Cancer  Institute,  Na- 
tional Institute  of  Child  Health  and  Human  Development,  National  Institute  of  Den- 
tal Research,  and  National  Institute  of  Diabetes,  Digestive  and  Kidney  Diseases. 

As  we  face  our  current  fiscal  difficulties,  concerned  Americans  are  seeking  means 
of  reducing  health  care  expenditures.  Given  the  progress  made  in  recent  years,  we 
believe  we  are  on  the  threshold  of  discovering  new  and  successful  treatments  for 
osteoporosis  which  can  significantly  impact  on  the  health  care  crises.  We  propose, 
therefore,  that  an  investment  in  osteoporosis  research  is  both  fiscally  sound  ana  hu- 
mane. Without  a  comprehensive  osteoporosis  research  effort,  the  seriousness  of  this 
problem  will  swamp  the  health  care  system  and  render  fruitless  efforts  to  imple- 
ment cost  containment  strategy.  To  paraphrase  Senator  Kennedy,  the  NIH  has  func- 
tioned at  "no  net  cost  to  the  American  people". 

Unfortunately,  funding  for  osteoporosis  research  has  in  the  past  been  inadequate. 
For  example,  the  average  success  rate  for  grants  submitted  to  the  NIH  in  general 
in  1992  was  29.6  percent.  In  contrast,  only  17.5  percent  of  grants,  about  one  in  six, 
assigned  to  the  National  Institute  of  Arthritis  and  Musculoskeletal  Diseases,  which 
is  the  lead  institute  for  research  in  osteoporosis,  received  funding.  The  estimates  for 
1993  are  much  worse  for  the  NIH  in  general,  and  bone  research  in  particular.  These 
figures  tell  us  that  a  grant  focusing  on  a  major  women's  disease,  osteoporosis,  is  dis- 
advantaged relative  to  those  addressing  other  disorders.  We  are  particularly  con- 
cerned that  while  the  President's  budget  request  calls  for  a  3.3  percent  increase  in 
NIH  funding,  most  of  the  new  funds  are  directed  towards  AIDS  and  children's  pro- 
grams. In  fact,  the  NIAMS,  the  institute  which  funds  most  osteoporosis  research, 
is  slated  for  a  1  percent  budgetary  cut.  The  pending  NIH  Revitalization  Bill  of  1993 
earmarks  $40  million  in  new  dollars  for  an  expanded  program  to  research 
osteoporosis,  Paget's  disease,  and  other  bone  and  mineral  disorders.  We  must  ensure 
that  adequate  money  is  funded  in  fiscal  year  1994  for  this  program. 

Finally,  Mr.  Chairman,  I  am  compelled  to  share  my  concerns  regarding  the  future 
of  biomedical  and  biotechnical  research  in  our  country.  Reflecting  the  inventiveness 
typical  of  our  citizens,  the  United  States  has  developed  the  biomedical  industry 
which  promises  not  only  to  profoundly  impact  on  our  well  being,  but  to  provide  em- 
ployment and  investment  opportunities  reminiscent  of  those  which  accompanied  the 
electronic  revolution.  Unfortunately,  Mr.  Chairman,  if  the  present  trend  in  NIH 
funding  is  not  reversed,  the  movement  of  a  manufacturing  enterprise  developed  in 
this  country  to  competitor  nations  will  repeat  itself.  I  am  convinced  such  a  move- 
ment has  already  begun,  and  I  believe  it  reflects  the  reluctance  of  our  brightest 
young  citizens  to  train  in  biomedical  research.  Simply  put,  the  profound  decline  in 
NIH  success  rate  has  witnessed  a  dramatic  reduction  in  the  number  of  Americans 
willing  to  enter  this  field.  My  laboratory,  which  is  well  funded,  employs  six  post- 
doctoral fellows,  only  one  of  whom  is  American,  a  dramatic  reversal  as  compared 
to  five  years  ago.  Mine  is  not  an  atypical  example,  and  is  the  rule  at  Washington 
University,  which  ranks  fourth  in  NIH  funding.  One  can  only  assume  that  the  situa- 
tion is  worse  at  less  prestigious  institutions.  Thus,  we  are  facing  the  loss  of  a  gen- 
eration of  biomedical  scientists  without  whom  this  country  cannot  sustain  leader- 
ship in  this  industry.  For  the  economic  health  of  our  nation,  I  urge  you  to  reverse 
this  trend. 

Senator  Murray.  Do  you  have  any  recommendations  on  how  to 
do  that? 

Dr.  Teitelbaum.  Well,  I  know  we  are  facing  very  difficult  fiscal 
times  now.  But  it  seems  you  have  got  to  spend  1  buck  to  make  10 
bucks,  and  that  is  really  what  we  are  talking  about. 

As  Senator  Kennedy  has  said,  the  NIH  has  always  paid  for  itself. 
The  disease  that  I  am  talking  about,  osteoporosis,  is  a  budget  bust- 
er and  for  relatively  modest  investment  I  believe  we  can  prevent 
this  disease. 

Senator  Murray.  Thank  you.  Can  you  quickly  explain  for  me  the 
difference  between  yours  and  NIH's  estimation  of  research  dollars? 
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Dr.  Teitelbaum.  Yes;  the  arithmetic  we  have,  we  calculate  about 
50  percent  of  the  moneys  that  NIH  says  it  is  spending  on 
osteoporosis  is  spent  directly  on  osteoporosis  research.  What  they 
are  calling  osteoporosis  research  in  about  one-half  the  instances  is 
related  research. 

And  it  can  be,  for  example,  skin  research,  because  skin  is  made 
of  similar  proteins  as  bone;  the  arthritis  research,  because  ar- 
thritic— the  cartilage  tissue  of  the  joints  is  made  of  similar  pro- 
teins. 

So  I  think  it  needs  a  good,  hard  look  to  find  out  exactly  what  the 
directed  moneys  are,  the  moneys  that  are  directly  spent  for 
osteoporosis.  Our  numbers  are  that  it  is  somewhere  between  $35 
to  $40  million. 

STATEMENT   OF   JOHN    GRUPENHOFF,    NATIONAL   ASSOCIATION    OF 
PHYSICIANS  FOR  THE  ENVIRONMENT 

Senator  Murray.  The  next  witness  is  John  Grupenhoff. 

Dr.  Grupenhoff.  Thank  you,  Senator.  I  am  John  Grupenhoff.  I 
am  representing  the  National  Association  of  Physicians  for  the  En- 
vironment, a  newly  formed  organization. 

About  2  weeks  ago,  we  had  our  first  national  conference  of  this 
association  and  over  100  physicians,  environmental  experts  and 
others  attended  to  consider  the  possible  role  of  physicians  in  the 
field  of  the  environment. 

The  concept  of  this  national  association  is  that  an  association  be 
created  by  the  national  medical  specialties  to  deal  with  the  impact 
of  environmental  pollutants  on  the  organs,  the  disease  processes 
and  the  systems  best  known  to  them.  To  inform  physicians,  pa- 
tients, and  the  public  about  the  impacts  of  these  pollutants  and  the 
necessary  personal  and  public  health  steps  that  must  be  taken  to 
reduce  or  eliminate  those  pollutants,  and  to  involve  physicians  in 
environmental  issues  global  in  scope. 

The  bottom  line  is  that  every  environmental  problem  is  or  will 
become  a  medical  or  public  health  problem.  And  pollution  preven- 
tion is  disease  prevention. 

At  the  same  time  that  this  concept  was  begun,  about  2  years  ago, 
a  physician  in  Switzerland  began  his  own  society  of  doctors  of  Swit- 
zerland and  that  program  has  grown  into  an  international  society 
of  doctors  for  the  environment,  which  now  has  approximately  30 
nations  which  have  physicians'  organizations  for  the  environment. 

And  tomorrow,  a  meeting  is  taking  place  in  Lucerne,  Switzerland 
and  Mikhail  Gorbachev  will  be  speaking  to  this  group,  urging  them 
to  involve  themselves  in  his  new  international  apparatus,  the 
Green  Cross,  which  you  may  have  heard  about.  He  spoke  to  the 
Congressional  Clearinghouse  for  the  Future  just  about  IV2  weeks 
ago. 

Last  year  this  committee  asked  for  the  NIH  to  report  on  its  rela- 
tionships to  physicians  who  might  be  interested  in  the  environment 
and  I  understand  that  you  have  already  received  a  report  and  NIH 
has  indicated  its  intent  interest. 

Eleven  institutes  of  the  NIH  responded  as  to  their  interest  in 
this  particular  area.  I  would  like  to  make  three  recommendations. 

First,  about  biological  diversity.  Many  physicians  are  interested 
in  this  matter  and  I  know  that  you  are.  They  wish  to  learn  more, 
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especially  about  drugs  and  other  pharmaceuticals  used  in  their 
practices  which  are  derived  from  natural  products,  especially  those 
from  the  temperate  forests  and  the  tropical  forests. 

As  you  know,  the  National  Cancer  Institute  already  has  a  pro- 
gram for  screening  natural  products.  We  ask  that  you  ask  the  NIH 
to  report  to  the  Congress  for  hearings  next  year  and  to  make  the 
material  publicly  available,  which  would  include  an  overview  and 
a  report  of  present  and  potential  pharmaceuticals  and  other  medi- 
cal and  biotechnology  products  derived  from  plants  and  animals,  as 
they  would  be  applied  to  diseases  and  bodily  organs  and  systems. 
Additionally,  we  are  requesting  that  you  put  a  sentence  or  two 
in  your  bill  report  calling  for  the  NIH  to  contract  with  the  Institute 
of  Medicine,  to  hold  an  international  conference  bringing  together 
the  most  widely  respected  experts  in  the  field  of  biodiversity,  bio- 
technology, the  economics  related  thereto,  focusing  primarily  on 
Eharmaceuticals  but  including  as  well  agriculture,  animal  mis- 
andry, and  other  areas  of  work  influenced  by  both  biodiversity 
and  biotechnology,  to  indicate  where  we  are,  where  we  have  been, 
where  we  would  like  to  go. 

PREPARED  STATEMENT 

And  finally,  I  would  like  to  bring  your  attention  to  the  need  for 
a  Commission  on  Environment  and  Medicine,  which  would  pull  to- 
gether key  leaders  of  various  constituency  organizations,  including 
medical,  nursing,  allied  health  organizations,  health  and  life  insur- 
ance groups,  medical  media,  hospitals,  pharmaceutical  organiza- 
tions, biotechnology  firms  and  leaders  of  the  various  lay  organiza- 
tions, bringing  them  together  to  discuss  what  they  can  all  do,  to- 
tally and  individually,  on  environmental  matters. 

Thank  you  very  much. 

[The  statement  follows:] 

Statement  of  John  T.  Grupenhoff 

Mr.  Chairman,  thank  you  for  the  opportunity  to  appear  before  you  today  to  dis- 
cuss the  National  Association  of  Physicians  for  the  Environment,  and  to  make  rec- 
ommendations. 

I  am  John  Grupenhoff,  Executive  Vice  President  of  the  National  Association  of 
Physicians  for  the  Environment,  a  recently  formed  nonprofit  organization. 

Six  weeks  ago  the  first  national  conference  of  the  National  Association  of  Physi- 
cians for  the  Environment  was  held  here  in  Washington,  D.C.  Over  100  physicians 
and  other  health  professionals  attended  the  conference.  Leaders  from  more  than  20 
medical  specialties  spoke  about  what  those  organizations  are  doing  or  can  be  doing 
to  improve  the  environmental  health  of  all  our  citizens,  and  internationally  as  well. 
It  was  successful  beyond  our  fondest  hopes.  There  was  great  enthusiasm  for  the 
more  vigorous  involvement  by  physicians  in  environmental  matters. 

The  concept  of  a  National  Association  of  Physicians  for  the  Environment  was  pro- 
posed originally  in  an  article  in  the  Journal  of  Environmental  Research,  enclosed 
with  this  testimony.  That  national  association  is  now  incorporated  and  has  begun 
its  work. 

The  concept  is  that  an  association  be  created  by  the  national  medical  specialties 
to  deal  with  the  impact  of  environmental  pollutants  on  the  organs,  systems  or  dis- 
ease processes  best  known  to  them,  to  inform  physicians,  patients  and  the  public 
about  the  impact  of  pollutants,  and  the  necessary  personal  and  public  health  steps 
that  should  be  taken  to  reduce  or  eliminate  those  pollutants,  and  to  involve  physi- 
cians in  environmental  issues  global  in  nature. 

Our  nation  is  not  alone  in  having  an  association  of  physicians  for  the  environ- 
ment, because  in  Switzerland  two  years  ago  a  physician  named  Dr.  Werner 
Nussbaumer  called  for  a  Society  of  Doctors  for  the  Environment  and  3,000  practi- 
tioners joined.  That  movement  has  swelled  into  an  International  Society  of  Doctors 
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for  the  Environment  of  which  Dr.  Werner  Nussbaumer  of  Switzerland  continues  as 
President.  There  are  now  in  existence,  or  in  formation,  Societies  of  Doctors  for  the 
Environment  in  many  countries  internationally.  Dr.  John  Kimball  Scott  serves  as 
our  delegate  to  that  society. 

In  my  testimony  today,  I  want  to  deal  with  several  issues. 

First,  the  National  Institutes  of  Health  and  its  relationship  to  physicians  con- 
cerned about  the  environment.  The  funding  that  you  have  provided  to  the  NIH  has 
created  an  enormous  body  of  scientific  literature,  much  of  which  can  be  called  upon 
to  deal  with  the  environmental  health  problems  of  this  nation  and  internationally. 

In  the  Senate  appropriations  committee  bill  report  last  year,  language  was  in- 
cluded requesting  the  NIH  to  report  to  the  Congress  on  how  cooperation  could  be 
developed  between  the  NIH  ana  its  institutes  and  physicians  who  are  concerned 
with  environmental  matters.  The  language  stated: 

"Outreach  through  physician  organizations — The  Committee  was  very  interested 
to  learn  of  the  increased  activity  of  physician  organizations  regarding  environmental 
pollution,  as  well  as  the  organization  of  a  national  association  of  physicians  for  the 
environment. 

"The  Committee  requests  the  Director  to  provide  a  report  for  appropriations  hear- 
ings next  year  about  now  the  NIH  can  aid  such  physician  orgamzations  in  develop- 
ing similar  programs  through,  among  others,  the  National  Institute  of  Environ- 
mental Health  Sciences  [NIEHS],  the  National  Library  of  Medicine  [NLM],  the 
Fogarty  Center  (for  international  environmental  activities,  in  which  they  might  in- 
volve, for  example,  NIEHS-supported  centers),  the  National  Institute  on  Aging  (im- 
pacts of  pollutants  on  the  aging  body),  National  Institute  of  Child  Health  and 
Human  Development  [NICHD]  (such  impacts  on  the  young),  and  the  Center  for 
Nursing  Research  (to  involve  nursing  organizations  in  such  activities)." 

You  will  soon  receive  a  report  from  the  NIH  on  this  matter.  We  are  anxious  to 
see  it,  and  we  hope  it  will  indicate  positive  desire  to  work  with  such  physicians  gen- 
erally, and  the  National  Association  of  Physicians  for  the  Environment  in  particular. 

While  all  institutes  of  the  NIH  could  work  with  the  association,  one  institute  has 
already  manifested  its  interest — the  National  Institute  of  Environmental  Health 
Sciences.  The  NIEHS  provided  funding  for  the  conference  noted  above;  its  director, 
Dr.  Kenneth  Olden,  spoke  at  the  conference  and  outlined  its  plan  to  work  with  phy- 
sicians in  an  outreach  program  of  considerable  scope. 

We  have  examined  its  budget  for  the  last  10  years  and  find  that  it  has  been  seri- 
ously underfunded.  We  understand  that  this  is  a  difficult  budget  year,  but  we  urge 
that  NIEHS  funding  should  be  increased,  and  the  NIEHS-supported  centers,  which 
would  be  excellent  venues  for  programs  developed  in  cooperation  with  the  National 
Association  of  Physicians  for  the  Environment,  should  receive  increased  funding. 
The  NIEHS  should  be  urged  to  reach  out  to  these  emerging  physicians'  organiza- 
tions to  help  bring  the  results  of  the  research  studies  of  the  NIEHS-funded  grantees 
to  the  public  and  to  the  international  physicians'  organizations  concerned  with  the 
environment. 

The  mission  of  all  the  NIH  institutes  includes  research  directed  toward  prevention 
and  cure  of  disease,  but  the  research  and  training  supported  by  the  NIEHS  is  espe- 
cially directed  to  preventing  adverse  human  health  effects  caused  by  environmental 
agents  and  deserve  your  special  consideration. 

Second,  we  hope  that  this  committee,  in  its  bill  report,  will  take  particular  notice 
of  physicians'  special  interests  in  environmental  impacts  on  the  elderly,  many  of 
which  are  cumulative  over  a  lifetime.  It  is  suggested  that  you  urge  that  the  Admin- 
istration on  Aging  take  an  active  role  in  this  regard. 

Third,  we  make  two  recommendations  regarding  the  protection  of  biological  diver- 
sity. 

Many  physicians  are  interested  in  this  matter,  and  wish  to  learn  more,  especially 
about  drugs  and  other  pharmaceuticals  used  in  their  practice  which  are  derived 
from  natural  products,  especially  those  from  the  tropical  and  temperate  forests. 

The  National  Cancer  Institute  already  has  a  program  devoted  to  screening  natu- 
ral products  for  anti-cancer  and  anti-AIDS  activities.  A  wider  understanding  of  the 
potential  of  natural  products  as  sources  of  pharmaceuticals  would  be  very  helpful. 

I  suggest  that  report  language  be  included  with  your  bill  calling  upon  the  NIH 
(not  only  the  National  Cancer  Institute)  to  prepare  a  report  to  the  Congress  for 
hearings  next  year,  publicly  available,  which  would  include  an  overview  and  a  re- 
port on  present  and  potential  pharmaceuticals  and  other  medical  and  biotechnology 
products  derived  from  plants  and  animals,  as  they  would  be  applied  to  diseases  and 
to  bodily  organs  and  systems,  to  indicate  their  state  of  development,  their  current 
stages  in  clinical  trials,  potential  for  future  development,  organization  within  the 
federal  government  of  all  activities  related  thereto,  along  with  an  analysis  of  present 
and  projected  future  economic  impacts  for  the  national  economy  in  that  regard.  In- 


43 

eluded  should  be  comment  about  the  importance  of  biological  diversity  to  the  emerg- 
ing biotechnology  industry,  and  the  newly  emerging  robotic  screening  methods. 

The  medical  field  is  greatly  impressed  with  NIH  documentation  of  this  sort — the 
report  produced  could  be  widely  snared  in  the  medicine/health  community. 

Also,  bill  report  language  could  be  placed  in  the  appropriations  bill  calling  for  the 
NIH  to  contract  with  the  Institute  of  Medicine  to  hold  an  international  conference 
bringing  together  the  most  widely  respected  experts  in  the  field  of  biodiversity,  bio- 
technology, and  economics  related  thereto,  focusing  primarily  on  pharmaceuticals, 
but  including  as  well  agriculture,  animal  husbandry,  and  other  areas  of  work  influ- 
enced by  both  biodiversity  and  biotechnology,  to  indicate  where  we  have  been,  where 
we  are,  and  where  we  are  going,  in  terms  of  research  and  economics  in  these  areas. 

In  1986  there  was  a  conference  held  on  biodiversity,  under  the  auspices  of  the  Na- 
tional Academy  of  Sciences  and  the  Smithsonian  Institution,  which  led  to  the  devel- 
opment of  a  book  "Biodiversity,"  now  in  its  ninth  printing;  it  has  served  as  a  guide 
for  thousands  of  scientists  and  concerned  laypersons  on  this  issue.  Nearly  a  decade 
will  have  passed  by  the  time  another  international  conference  could  be  pulled  to- 
gether, in  1994. 

As  you  know,  the  field  of  biotechnology  is  emerging  rapidly,  and  we  are  seeing 
increased  evidence  of  its  reliance  upon  natural  products  for  its  success.  Such  a  con- 
ference would  be  invaluable  for  an  overview  of  the  current  situation  and  potential 
future  opportunities,  and  would  help  to  highlight  for  the  worldwide  scientific  com- 
munity the  importance  of  biological  diversity  to  all  our  lives. 

Finally,  I  propose  another,  more  ambitious  concept  to  quickly  bring  into  action 
many  of  the  medicine/health  organizations  on  environmental  matters,  whose  leader- 
ship and  staff  will  have  to  be  convinced  it  is  in  their  interest  to  do  so. 

The  concept  is  to  create  a  "Health/Medicine  Commission  on  the  Environment"  or 
a  "Commission  on  Environment  and  Medicine." 

The  national  effort  could  be  supported  by  you  and  your  colleagues  in  the  Senate 
and  House. 

The  purpose  of  the  Commission  would  be  to  have  all  elements  of  the  health  care 
community  come  together  to  work  to  improve  the  environment. 

I  would  suggest  that  there  be  a  planning  meeting  called,  perhaps  under  your  lead- 
ership, bringing  together  key  leaders  of  the  various  constituency  organizations,  in- 
cluding medicine,  nursing,  allied  health  organizations,  health  and  life  insurance 
groups,  medical  media,  hospitals,  pharmaceutical  organizations,  biotech  firms,  and 
leaders  of  the  various  lay  organizations,  among  others. 

The  leadership  group  would  lay  out  a  series  of  tasks  to  be  dealt  with  by  the  field, 
which  program  would  be  introduced  to  a  national  conference  pulled  together,  per- 
haps toward  the  end  of  the  year,  of  all  appropriate  organizations  in  the  medicine/ 
health  field,  with  environment  leaders. 

Also,  inter-organizational  committees  would  be  developed  on  each  environmental 
problem  of  significance  (air  pollution,  water  pollution,  biodiversity,  forest  issues, 
etc.)  which  would  cross-cut  these  organizations,  so  that  there  could  be  an  interplay 
among  these  organizations  on  the  various  issues.  These  committees,  when  formed, 
would  come  up  with  action  programs  in  each  of  the  areas  as  to  the  impacts  and  op- 
portunities relating  to  the  environment. 

I  would  also  anticipate  that  funding  for  such  an  enterprise  could  be  made  avail- 
able by  pharmaceutical,  medical  and  other  organizations,  and  that  a  small  staff 
could  be  set  up  to  coordinate  matters. 

I  can  already  think  of  a  number  of  leaders  from  the  medical  pharmaceutical  and 
biotechnology  community,  and  the  manufacturers  and  supply  companies  who  pro- 
vide surgical,  medical  and  other  materials  to  the  medicine  and  health  community, 
who  would  come  forward  to  leadership  positions  in  such  an  effort. 

The  commission  report  would  give  a  wide  range  of  actions  that  could  be  under- 
taken, including  things  like:  development  of  manuals  for  the  "greening"  of  physi- 
cians' and  health  care  professionals'  offices  and  hospitals;  programs  of  physician  and 
health  professions  education  which  would  receive  educational  credit  from  their  pro- 
fessional organizations,  structured  activity  for  international  medical/environmental 
matters,  development  of  public  education  campaigns,  research  programs,  and  so  on. 

I  will  not  go  into  detail  here  because  I  am  sure  you  can  see  in  your  mind's  eye 
what  is  needed. 

I  raise  this  matter  before  the  subcommittee  because  of  your  demonstrated  interest 
in  health  and  the  environment. 

I  appreciate  your  giving  me  this  opportunity  to  speak  with  you,  and  I  will  be 
happy  to  answer  any  questions  you  may  have. 
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EDITORIAL 

The  Case  for  a  National  Association  of  Physicians  for 

the  Environment 

John  T.  Grupenhoff' 

Mount  Sinai  School  of  Medicine,  New  York,  New  York  10029;  and  Science  and  Health 
Communications  Group,  Bethesda,  Maryland  20817 

The  time  has  come  to  consider  the  development  of  a  National  Association  of 
Physicians  for  the  Environment  to  assist  in  the  development  of  appropriate  envi- 
ronment public  policy  and  implementation  of  that  policy  at  the  national  and  local 
levels. 

There  can  be  no  question  of  the  urgent  need  for  such  an  apparatus  now. 

THE  PROBLEM 

The  recent  rapid  deterioration  of  the  world  environment,  caused  largely  by  the 
enormous  modern  industrial  boom  (it  is  estimated  that  ".  .  .  since  1900,  industrial 
production  has  increased  by  a  factor  of  50;  four-fifths  of  that  increase  has  oc- 
curred since  I950"2),  accompanied  by  the  consequent  increased  use  of  fossil 
fuels,  and  a  worldwide  population  explosion,  will  certainly  grow  more  serious  in 
the  decades  ahead. 

Even  now  the  public  policy  controls  established  by  many  nations  are  falling 
seriously  behind  the  curve  of  environmental  decline. 

And  the  situation  will  grow  worse,  soon.  The  worldwide  industrial  and  manu- 
facturing expansion  is  expected  to  increase  exponentially.  The  Pacific  rim  coun- 
tries, led  by  Japan's  rapid  growth,  will  produce  an  outpouring  of  new  manufac- 
tured products;  the  integration  of  the  European  economic  community  over  the 
next  several  years  will  contribute;  the  Eastern  European  countries,  now  in  intense 
political  ferment,  will  in  a  few  years  themselves  increase  their  economic  activity 
(initially  utilizing  inefficient,  antiquated  machinery  and  having  in  place,  at  best, 
pre-World  War  II  pollution  control  systems);  and  the  Third  World  countries, 
striving  to  increase  economic  production  to  reduce  debt  and  deal  with  their  bur- 
geoning populations,  certainly  will  increase  their  polluting  activities  while  prac- 
ticing deforestation  and  other  environmentally  harmful  activities,  just  to  keep 
those  populations  minimally  fed  and  housed. 


1  Address  correspondence  and  reprint  requests  to  the  author  at  Science  and  Health  Communications 
Group,  6410  Rockledge  Drive,  No.  203.  Bethesda,  Ml)  20817. 

2  J.  MacNeill,  Secretary  General,  Woild  Commission  on  Environment  and  Development  (Septem- 
ber 1989).  Set.  Amer.,  p.  155. 
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GOVERNMENTAL  RESPONSES 

In  the  United  States  (as  in  the  rest  of  the  world),  the  response  of  national  and 
local  governing  authorities  to  serious  environmental  problems  has  been  far  less 
than  adequate. 

Beleaguered  by  economic  problems,  budget  deficits,  drug  use,  education  defi- 
ciencies, homclessness  among  many  in  the  population,  and  numerous  other  public 
policy  difficulties,  public  officials  at  all  levels  appear  confused  and  bewildered 
when  additionally  faced  with  burgeoning  environmental  problems,  confused  as 
they  are  about  the  credibility  of  assertions  being  made  about  them,  which  often 
seem  based  on  "soft"  evidence.  Emotion  and  rhetoric  often  replace  solid  fact  in 
much  discussion  about  environmental  policy  development.  And  yet  the  environ- 
mental issues,  global  in  scope  in  many  cases  (the  ozone  layer,  global  warming, 
acid  rain),  and  those  which  are  more  locally  differentiated  as  to  impact  (air  pol- 
lution, water  pollution,  pesticides,  occupational  environmental  threats),  certainly 
could  lend  themselves  to  systematic  scientific  and  medical  scrutiny. 

OPPORTUNITIES  AND  RESPONSIBILITIES  OF  PHYSICIANS' 
ORGANIZATIONS  REGARDING  THE  ENVIRONMENT 

When  viewed  this  way,  it  becomes  clear  that  physicians'  specialty  organiza- 
tions have  an  opportunity  to  make  a  major  contribution  to  the  development  of 
environment  public  policy;  it  goes  without  saying  that  most,  if  not  all,  physicians 
recognize  their  responsibility  for  the  public  health  (as  affected  by  environmental 
pollution)  of  the  Nation  as  well  as  for  the  health  of  their  own  individual  patients. 

Such  physicians'  organizations,  for  the  most  part,  have  already  in  place  a  na- 
tional policy-making  and  communications  apparatus,  as  well  as  an  experienced, 
intelligent,  and  able  leadership,  and  frequently  have  Washington  (and  in  some 
cases  state  and  local)  staff  to  analyze  policy  proposals,  to  make  recommendations 
regarding  those  proposals,  and  to  carry  out  the  organization's  decisions.  In  Wash- 
ington, physicians'  organizations  representatives  meet  together  frequently  to  dis- 
cuss common  concerns  in  medical  policy.  This  network  could  be  carried  over  into 
environment  matters.  Most  specialty  organizations  also  have  international  rela- 
tionships and  activities. 

Also,  the  application  to  specific  environmental  concerns  of  their  backgrounds  in 
scientific  matters,  of  their  collcgial  analysis  of  the  issues,  and  the  precise  and 
well-structured  policy  statements  that  could  be  developed  all  would  have  a  con- 
siderable positive  impact  on  congressional  and  Administration  environment  de- 
liberations, as  well  as  on  public  opinion. 

Finally,  and  not  unimportant,  is  the  consideration  that  environmental  leaders  in 
the  Congress  would  welcome  this  voluntary  activity  by  medicine's  leadership,  as 
selfless,  pro-patient,  and  pro-public  health,  at  a  lime  when  oiganized  medicine 
could  use  that  kind  of  recognition. 

SOME  EXAMPLES  OF  POSSIBLE  ACTIVITY 

Everyone  knows  of  the  activity  over  the  years  of  physicians  concerned  with  the 
impact  of  air  pollution  on  the  lungs;  they,  and  the  American  Lung  Association, 
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have  had  a  major  impact  on  Clean  Air  legislation  since  the  early  1960s,  and  even 
before.  Their  activities  are  an  excellent  example  of  the  kind  of  impact  medicine 
can  have  on  an  environmental  issue.  However,  there  is  no  question  that  additional 
strong  support  on  this  issue  would  be  helpful  and  welcome. 

Of  course,  physicians  concerned  with  public  health,  environmental  health,  pre- 
ventive medicine,  and  occupational  health,  among  others,  have  labored  long  on 
these  matters  and  made  their  environmental  concerns  known  at  many  legislative 
hearings,  and  would  undoubtedly  have  a  great  deal  of  experience  and  insight  to 
share  in  the  creation  of  a  National  Association  of  Physicians  for  the  Environment. 

Other  medical  specialties  and  organizations,  however,  need  to  take  a  much 
more  active  role  in  collaboration  with  their  colleagues. 

Recently  we  have  seen  an  excellent  example  of  the  kind  of  analysis  which  could 
have  been  coupled  with  organized  action.  The  New  England  Journal  of  Medicine 
of  November  23,  1989,  reported  that  automobile  emitted  carbon  monoxide's 
threat  to  heart  patients  had  been  previously  underestimated.  An  anesthesiologist 
helped  to  lead  the  study;  the  impact  of  currently  permitted  levels  was  shown  to 
cause  the  lungs  to  provide  less  usable  oxygen  and  more  pollutants  through  the 
blood  to  the  heart  and  other  tissues  and  organs  than  had  earlier  been  thought.  It 
is  possible  that  the  study,  reported  widely  in  the  popular  press,  will  have  an 
impact  on  the  air  pollution  legislation  (Clean  Air  Act)  currently  being  dealt  with  by 
the  Congress,  and  perhaps  will  assist  in  causing  the  lowering  of  the  parts  per 
million  of  carbon  monoxide  that  will  be  permitted  in  the  air  of  our  cities.  How- 
ever, this  study  would  certainly  have  a  much  more  significant  impact  if  the  spe- 
cialty organizations  of  anesthesiologists,  cardiologists,  hematologists,  and  pulmo- 
nologists  all  actively  expressed  jointly  their  concern  (after  appropriate  review  of 
the  article)  to  the  Congress,  the  Administration,  and  the  media. 

A  current  example  of  productive  activity  is  that  of  dermatologists  who  arc 
raising  concerns  about  the  ozone  layer  loss  and  the  probable  increase  of  ultravi- 
olet rays,  threatening  an  increase  in  the  incidence  of  skin  cancer,  even  beyond  the 
current  considerable  rate  of  increase,  and  threats  to  the  immune  system;  I  heir 
Academy  has  embarked  on  a  major  public  health  program  and  congressional 
information  program  dealing  with  skin  cancers,  as  well  as  occupational  carcino- 
gens and  dermatoses,  and  arc  expressing  concern  about  indoor  environmental 
threats,  including  the  dangers  of  tanning  machines  to  the  skin. 

Certainly  many  other  physicians  arc  aware  of  similar  problems  under  their  own 
purview,  and  could  take  a  more  active  public  policy  role  if  their  own  specialty 
organizations  were  structured  for  study  of  environment  policy,  perhaps  through  a 
committee  system.  Their  role  would  increase  still  further  if  they  could  work 
through  a  national  association  of  similarly  concerned  physicians  and  organiza- 
tions. 

Some  further  examples  are: 

•  Allergists  ami  Immunologists — impact  of  air  pollutants,  water  pollutants,  tox- 
ics, and  other  pollutants; 

•  Neurologists — impacts  of  pollutants  (pesticides  included)  on  the  nervous  sys- 
tem; 

•  Oncologists — environmentally  caused  or  promoted  cancer,  such  as  cancers 
of  the  bladder  (Urologists)  caused  by  benzene  in  occupational  situations; 
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•  Otolaryngologists — rhinitis  and  sinusitis  caused  or  exacerbated  by  toxic  air 
pollution,  and  hearing  loss  caused  by  excessive  environmental  noise; 

•  Psychiatrists — impact  of  the  increasingly  polluted  environment  causing  in- 
creased stress,  anxiety,  and  depression; 

•  Opthalmologisls — impact  of  the  asserted  thinning  of  the  ozone  layer  on  the 
potential  for  increased  number  of  cataracts; 

•  Pathologists — the  impacts  of  pollutants  on  the  body  parts  which  they  are  best 
able  to  observe; 

•  Emergency  Physicians — increased  Emergency  Room  patient  visits  occurring 
as  a  result  of  severe  air  pollution  problems. 

Other  specialities  and  organizational  groups  could  contribute  to  such  an  asso- 
ciation, including,  among  others,  pathologists,  reproduction  biologists  and  endo- 
crinologists, molecular  and  cellular  researchers,  family  physicians,  pediatricians, 
industrial  physicians,  airline  medical  directors,  and  tropical  medicine  specialists. 
Societies  of  colleagues  could  add  their  strength  as  well:  toxicologists,  pharmacol- 
ogists, biochemists,  veterinarians,  and  psychologists.  Space  does  not  permit  the 
naming  of  the  many  other  medical  and  allied  medical  groups  that  could  be  in- 
cluded. 

A  MODEL  EXISTS 

A  model  now  exists  for  this  kind  of  activity.  Over  the  past  several  years,  the 
Coalition  on  Smoking  OR  Health,  led  by  three  powerful  organizations,  has  suc- 
ceeded in  anti-tobacco  legislative  efforts  to  a  far  greater  degree  than  anybody 
could  have  imagined.  The  American  Heart  Association,  the  American  Lung  As- 
sociation, and  the  American  Cancer  Society  have  created  a  staff  and  office  ap- 
paratus for  this  purpose,  have  developed  an  excellent  communications  system, 
and  have  brought  on  board  and  informed  continuously  a  large  number  of  medical 
and  health  organizations.  Their  systematic,  high  quality  analyses  and  recommen- 
dations, given  wide  distribution  among  members  of  Congress  and  staff  in  a  very 
professional  manner,  have  changed  the  way  tobacco  issues  are  viewed  in  Con- 
gress; it  can  be  expected  that  they  will  be  even  more  successful  in  the  future. 

A  National  Organization  of  Physicians  for  the  Environment  could  do  the  same 
in  the  environmental  field.  There  is  no  doubt  that  the  basic  underpinning  already 
exists  in  the  physician  community.  Many  who  have  come  lo  official  positions  in 
the  specially  organizations  exhibit  excellent  leadership  qualities,  and  themselves 
have  testified  and  taken  an  active  part  in  other  areas  of  public  policy.  Of  course, 
physicians  have  always  had  a  role  in  community  leadership  as  well.  Therefore,  a 
physician  organization  of  this  kind,  structured  as  a  strong  coalition  of  societies, 
undoubtedly  could  provide  a  systematic  and  assertive  program  of  environmental 
policy  analysis  and  assistance  at  all  levels  of  government  and  to  the  public,  which 
would  be  of  high  quality,  and  respected. 

ORGANIZATION  AND  ACTIVITIES 

The  first  task  is  to  organize  such  an  association,  through  a  national  conference, 
perhaps  supported  by  a  foundation.  The  development  of  the  organizational  appa- 
ratus, governing  instruments  (by-laws,  etc.),  and  an  agreement  on  a  work  plan 
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should  lake  place  there.  A  small  executive  staff  should  be  established,  preferably 
in  Washington,  D.C. 

As  a  first  step  of  such  an  association,  each  specialty  organization  could  be 
asked  to  survey  its  own  literature,  with  the  help  of  the  Library  of  Medicine 
computer  network,  to  develop  an  abstract  of  important  studies  and  findings  for  the 
field  which  could  be  used  in  public  policy  discussions,  as  well  as  an  executive 
summary,  written  in  layperson's  language.  (The  framework  for  data  collection 
should  be  flexible — certainly  the  literature  will  expand  greatly  as  the  situation 
grows  more  serious.) 

A  public  policy  education  program  utilizing  these  materials  should  be  estab- 
lished by  the  association,  initially  emphasizing  the  impact  on  members  and  staff  in 
Congress,  and  in  the  Administration. 

This  task  will  not  be  easy,  even  at  the  congressional  and  national  Administra- 
tion level  (there  are  over  70  committees  and  subcommittees  of  Congress  dealing 
with  various  aspects  of  environment  policy).  Consideration  must  be  given  as  well 
to  state  and  local  issues,  and  perhaps  close  relationships  would  be  developed  with 
the  various  national  organizations  of  governors,  state  legislatures,  mayors,  and 
others.  Of  course,  collegial  relationships  would  be  developed  with  professional 
organizations  already  active  in  the  field,  such  as  the  air  pollution,  solid  waste,  and 
water  pollution  professional  societies,  among  others,  who  already  are  active  in  the 
public  policy  area. 

The  education  of  the  public  on  these  matters,  which  is  necessary,  will  not  be 
easy,  and  the  association  should  be  structured  to  deal  with  this  as  well. 

Space  prohibits  further  detailed  discussion  of  the  organization  and  activities  of 
such  an  association;  those  experienced  in  these  matters  will  have  no  difficulty 
considering  what  additional  work  is  required. 

TIMING 

The  timing  for  the  development  of  such  an  organizational  apparatus  now  could 
not  be  more  opportune,  given  the  immediacy  of  the  problem. 

Popular  pressure  for  environmental  improvement  over  the  next  several  years 
will  increase  as  the  situation  worsens;  therefore,  a  physicians'  organization,  as 
described  above,  would  come  into  being  at  a  most  propitious  time. 
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Senator  Murray.  Thank  you.  It  sounds  like  a  very  worthwhile 
organization.  I  am  curious  if  you  intend  to  get  involved  in  the  de- 
bate over  the  Endangered  Species  Act. 

Dr.  Grupenhoff.  Well,  I  think  that  we  are  too  soon.  We  have 
just  been  formed  4  months  ago  and  we  are  trying  to  organize  an 
advisory  council  to  deal  with  some  of  these  issues.  And  it  simply 
is  too  early.  Though  I  know  that  a  number  of  physicians  are  in- 
tensely interested  in  that  matter. 

Senator  Murray.  Thank  you.  Thank  you  to  all  the  members  of 
this  panel. 

STATEMENT  OF  GERTRUDE   K.   SWERDLOW,   EXECUTIVE  DIRECTOR, 
FAMHJES  AGAINST  CANCER 

Senator  MURRAY.  We  will  move  on  to  the  next  panel;  Gertrude 
Swerdlow,  Alvin  Mauer,  Alan  Davis,  and  Margaret  Foti. 

Since  all  of  the  members  of  this  panel  will  be  dealing  with  can- 
cer, I  will  have  each  of  you  testify,  and  then  we  will  ask  questions. 

We  will  begin  with  Gertrude  Swerdlow. 

Ms.  Swerdlow.  Senator  Murray  and  members  of  the  committee, 
I  am  Gertrude  Swerdlow,  executive  director  of  FACT,  Families 
Against  Cancer. 

FACT  is  a  not-for-profit,  grassroots  efficacy  agency  with  petition- 
ers in  47  States.  FACT  supports  a  not-for-profit  efficacy  group  that 
asks  for  a  vigorous  national  policy  on  cancer.  We  believe  passage 
of  the  National  Cancer  Institute's  bypass  budget  is  critical  to 
achieve  that  goal,  and  can  be  cost-effective. 

The  budget  process  involves  a  reasonable  equilibrium  between 
resources  appropriated  and  benefits  derived  from  a  given  appro- 
priation. This  is  true,  whether  Congress  passes  price  subsidy  pro- 
grams, underwrites  failed  savings  and  loan  institutions,  or  main- 
tains a  strong  defense  body. 

The  equilibrium  we  speak  for  today  is  between  approval  of  the 
bypass  budget  and  the  benefits  to  be  derived  from  that  act.  The 
benefits  to  result  from  this  legislation  are,  conceivably:  Major 
breakthroughs  in  the  early  detection  of  cancer;  prevention  of  cancer 
by  means  of  a  vaccine  or  group  of  vaccines;  and  a  major  decline  in 
the  costs  of  medical  payments  in  the  treatment  of  cancer. 

Reasonable  estimates  put  the  current  total  costs  of  cancer  at 
$120  billion  a  year;  $35-40  billion  for  direct  patient  treatment  and 
$80-90  billion  attributable  to  morbidity  and  earnings  foregone. 

The  thousands  of  children  and  other  population  cohorts  who  be- 
come incapacitated  by  cancer,  or  who  succumb  to  cancer,  account 
for  millions  of  years  of  life  lost.  Healthy  people  earn  money,  pur- 
chase goods  and  services,  and  pay  taxes.  The  one-half  million  indi- 
viduals who  succumb  to  cancer  annually  cannot  work,  cannot  clear 
our  markets  of  goods  and  services,  and  cannot  pay  taxes. 

Loss  in  earnings  due  to  prolonged  illness  or  even  to  death  can 
be  translated  as  a  loss  in  our  gross  national  product  [GNP].  A  re- 
duction in  the  GNP,  in  turn,  results  in  reduced  national  income. 
This  income  loss  is  reflected  in  a  reduced  tax  base.  At  the  lowest 
marginal  rate  applied  to  Federal  taxes,  we  stand  to  lose,  in  1993 
alone,  six  times  as  much  in  Federal  taxes  than  we  are  spending  on 
our  entire  national  cancer  program.  This  analysis  puts  no  dollar 
value  on  quality  of  life  and  longevity  of  life  itself. 
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What  are  the  benefits  that  can  accrue  with  passage  of  the  bypass 
budget?  In  a  macro  sense,  there  would  be  a  vaccine  or  even  several 
vaccines,  that  could  prevent  cancer.  Consequently,  cancer  incidence 
would  decline  precipitously,  and  the  national  costs  of  cancer  would 
show  significant  decline. 

In  a  micro  sense,  absent  a  silver  bullet,  we  would  know  how  to 
turn  back,  almost  immediately,  identifiable  cancers.  Biogenetic 
breakthroughs  would  engineer  the  immune  system  for  a  quick  and 
continuing  alert  to  unwanted  cancer  cells,  long  before  the  voracious 
cancer  cell,  populating  itself  at  a  geometric  rate,  could  destroy  or- 
gans, tissue,  and  marrow. 

Cancer  research  in  the  past  few  years  has  opened  avenues  to  bet- 
ter monitor  metastases;  it  introduces  new  chemotherapies,  of  which 
taxol  and  taxotere  are  an  example.  Seven  new  vaccines  are  under 
study;  and  three  are  already  in  clinical  investigation.  Promising 
studies  of  lifestyles,  including  diet,  vitamin  absorption,  and  envi- 
ronment, focus  on  cancer  prevention.  Smoking  cessation  is  a  prime 
target. 

The  discipline  of  health  economics  increasingly  studies  the  costs 
and  benefits  of  cancer  research.  Cancer  information,  available 
through  the  NCI's  Seer  Program,  has  been  used  with  Medicare 
records  of  payments  made  to  cancer  patients. 

An  estimate  that  health  care  expenditures  will  add  up  to  18  per- 
cent of  the  gross  domestic  product  by  the  year  2000  is  sufficient 
reason  to  promote  cancer  research  investigation.  The  economic  bur- 
den of  cancer  on  family  and  society  must  be  better  understood.  De- 
cisions to  conduct  intervention  treatment  must  be  understood  in 
their  cost  effectiveness.  When  costs  specific  to  the  NCI  result  in  a 
growing  number  of  life  years  saved,  the  resultant  benefits  are  re- 
curring. 

Congressional  prioritization  of  cancer  expenditures  should  cover 
the  total  cancer  picture,  and  not  be  limited  to  a  small  number  of 
cancers  alone.  The  moneys  should  flow  into  defined  channels  rec- 
ommended by  scientific  and  medical  professionals.  Just  as  a  viable 
job  creation  program  will  reduce  unemployment  payments,  increase 
taxes  paid  by  employables,  and  stimulate  consumer  consumption, 
support  of  the  bypass  budget  will  see  returns  greater  than  the  dol- 
lar input.  This  will  be  expressed  in  declining  years  of  life  lost;  pa- 
tient employability  by  cancer  population  groups;  and  more  effective 
treatment. 

Aspects  of  the  bypass  budget  could  be  directed  at  major  research 
breakthroughs  already  achieved,  but  in  need  of  more  precise  under- 
standing and  patient  care. 

Current  budget  priorities  assign  $1,300  per  capita  for  defense; 
$50  per  capita  for  bailed-out  savings  and  loan  associations;  and  $7 
for  cancer. 

Cancer  is  a  national  problem  that  requires  a  national  input.  Re- 
search dollars  spent  by  27  leading  cancer  foundations  demonstrates 
that  their  contribution  is  very  important,  but  inadequate  to  the 
total  problem.  For  every  $1  they  spend,  the  national  program,  as 
represented  by  the  NCI,  spends  $8.  Even  this  is  inadequate. 
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PREPARED  STATEMENT 

Our  responsibility  is  great;  the  fear  of  cancer,  pervasive.  It  must 
be  more  adequately  confronted. 

Thank  you,  Madame  Chairman,  for  the  opportunity  to  present 
my  report  to  this  committee,  and  I  would  be  happy  to  answer  any 
questions  you  may  have. 

Senator  Murray.  Thank  you  very  much. 

[The  statement  follows:] 

Statement  of  Gertrude  K.  Swerdlow 

Mr.  Chairman,  members  of  the  committee,  I  am  Gertrude  Swerdlow,  Executive 
Director  of  FACT:  Families  against  Cancer.  Fact  is  a  not-for-profit  grassroots  advo- 
cacy agency  with  petitioners  in  47  states.  Fact  supports  a  vigorous  national  cancer 
policy.  We  believe  passage  of  the  National  Cancer  Institute's  ByPass  Budget  is  criti- 
cal to  achieve  that  goal  and  can  be  cost  effective. 

The  budget  process  involves  a  reasonable  equilibrium  between  resources  appro- 
priated and  benefits  derived  from  a  given  appropriation.  This  is  true  whether  Con- 
gress passes  price  subsidy  programs,  underwrites  failed  savings  and  loan  institu- 
tions, or  maintains  a  strong  defense  body.  The  equilibrium  we  speak  for  today  is 
between  approval  of  the  ByPass  Budget  and  the  benefits  to  be  derived  from  that 
act.  The  benefits  to  result  from  this  legislation  are  conceivably:  major  breakthroughs 
in  the  early  detection  of  cancer;  prevention  of  cancer  by  means  of  a  vaccine  or 
groups  of  vaccines;  and  a  major  decline  in  the  costs  of  medical  payments  in  the 
treatment  of  cancer. 

Reasonable  estimates  put  the  current  total  costs  of  cancer  at  $120  billion  a  year. 
$35-40  billion  for  direct  patient  treatment,  and  $80-90  billion  lost  in  earnings  fore- 
gone. 

The  thousands  of  children  and  other  population  cohorts  who  become  incapacitated 
by  cancer,  or  who  succumb  to  cancer,  account  for  millions  of  years  of  life  lost. 
Healthy  people  earn  money,  purchase  products  and  services  and  pay  taxes.  The  half 
million  individuals  who  succumb  to  cancer  annually  cannot  work,  cannot  clear  our 
markets  of  goods  and  services,  and  cannot  pay  taxes. 

Loss  in  earnings  due  to  prolonged  illness  or  even  to  death  can  be  translated  as 
a  loss  in  our  gross  national  product  (GNP).  A  reduction  in  the  GNP,  in  turn,  results 
in  reduced  national  income.  This  income  loss  is  reflected  in  a  reduced  tax  base.  At 
the  lowest  marginal  rate  applied  to  federal  taxes,  we  stand  to  lose,  in  1993  alone, 
six  times  as  much  in  federal  taxes  than  we  are  spending  on  our  national  cancer  pro- 
gram. This  analysis  puts  no  dollar  value  on  quality  of  life  and  longevity  of  life  itself. 

What  are  the  benefits  that  can  accrue  with  passage  of  the  ByPass  Budget?  What 
has  Congress  been  looking  for  in  the  years  gone  by?  In  a  macro  sense  there  would 
be  a  vaccine,  or  even  several  vaccines,  that  could  prevent  cancer.  Consequently,  can- 
cer incidence  would  decline  precipitously,  and  the  national  costs  of  cancer  would 
show  significant  decline. 

In  a  micro  sense,  absent  a  silver  bullet,  there  would  be  markers  evident  through 
simple  blood  tests,  that  would  indicate  the  presence  of  cancer.  Treatments  would  be 
more  precise  now,  and  less  destructive  of  healthy  tissues.  We  would  know  how  to 
turn  back,  almost  immediately,  the  identifiable  cancers.  Biogenetic  breakthroughs 
would  engineer  the  immune  system  for  a  quick  and  continuing  alert  to  unwanted 
cancer  cells  long  before  the  voracious  cell,  populating  itself  at  a  geometric  rate, 
could  destroy  organs,  tissues  and  marrow. 

In  the  decade  of  the  80's,  when  dollars  adjusted  for  inflation  were  no  greater  in 
1990  than  in  1980,  we  could  state  that  cancer  today  is  a  solvable  problem,  with 
known  tools  to  ultimately  answer  them.  Cancer  research  has  opened  avenues  to  bet- 
ter monitor  metastasis;  it  introduces  new  chemo-therapies  of  which  taxol  and 
taxotere  are  an  example.  Seven  new  vaccines  are  under  study,  and  three  are  already 
in  clinical  investigation.  Promising  studies  of  lifestyles,  including  diet,  vitamin  ab- 
sorption and  environment,  focus  on  cancer  prevention.  Smoking  cessation  is  a  prime 
target. 

Studies  on  the  cost  effectiveness  of  cancer  research  have  been  difficult  to  conduct 
and  slow  to  emerge.  They  are  dependent  upon  data  taken  from  cancer  registries  and 
medical  insurance  plans. 

The  discipline  of  health  economics  increasingly  studies  the  costs  and  benefits  of 
cancer  research.  Cancer  information,  available  through  the  National  Cancer  Insti- 
tutes Seer  Program,  has  been  used  together  with  Medicare  records  of  payments 
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made  to  cancer  patients,  to  derive  cancer  attributable  costs.  Estimates  of  annual  ex- 
penditures for  cancer  treatments  are  being  analyzed  as  well  as  those  for  initial  care, 
continuing  care  and  terminal  care. 

An  estimate  that  health  care  expenditures  will  add  up  to  18  percent  of  the  gross 
domestic  product  by  the  year  2000  is  sufficient  reason  to  promote  cancer  research 
investigation.  The  economic  burden  of  cancer  on  family  and  society  must  be  better 
understood.  Decisions  to  conduct  intervention  treatment  must  be  understood  in  their 
cost  effectiveness.  When  costs  specific  to  the  National  Cancer  Institute  result  in  a 
growing  number  of  life  years  saved,  the  resultant  benefits  become  recurring. 

Congressional  prioritization  of  cancer  expenditures  should  cover  the  total  cancer 
picture  and  not  be  limited  to  a  small  number  of  cancers  alone.  The  monies  should 
flow  into  defined  channels  recommended  by  scientific  and  medical  professionals. 
Just  as  a  viable  job  creation  program  will  reduce  unemployment  payments,  increase 
taxes  paid  by  employables,  and  stimulate  consumer  consumption,  support  of  the  By- 
Pass  Budget  will  see  dollar  returns  greater  than  the  input  of  dollars  as  expressed 
in  declining  years  of  life  lost;  patient  employability  by  cancer  population  groups,  and 
more  effective  treatment  procedures. 

Aspects  of  the  ByPass  Budget  could  be  directed  at  major  research  breakthroughs 
already  achieved  but  in  need  of  more  precise  understanding  and  patient  care.  The 
dollar  costs  of  our  cancer  program,  if  it  does  not  move  forward,  are  already  predict- 
able. 

Current  budget  priorities  assign  $1,300  per  capita  for  defense,  $50  for  bailed  out 
savings  and  loan  associations  and  $7  for  cancer.  Cancer  is  a  national  problem  that 
requires  a  national  solution.  Research  dollars  spent  by  27  leading  cancer  founda- 
tions demonstrates  that  their  contribution  is  important,  but  inadequate  to  the  prob- 
lem. For  every  dollar  they  spend,  the  national  program  as  represented  by  the  Na- 
tional Cancer  Institute,  spends  eight.  Even  this  is  inadequate. 

Our  responsibility  is  great.  The  fear  of  cancer,  pervasive  as  it  is,  must  be  more 
adequately  confronted. 

STATEMENT  OF  DR.  ALVTN  M.  MAUER,  PRESIDENT  OF  TENNESSEE  DI- 
VISION, AMERICAN  CANCER  SOCIETY 

Senator  Murray.  Our  next  witness  is  Dr.  Alvin  Mauer. 

Dr.  Mauer.  Thank  you,  Senator,  and  good  afternoon. 

I  am  from  Memphis,  TN,  and  the  president  of  the  Tennessee  Di- 
vision of  the  American  Cancer  Society. 

The  American  Cancer  Society  is  a  nationwide  community-based 
voluntary  health  organization  dedicated  to  eliminating  cancer  as  a 
major  health  problem,  through  research,  education,  and  service.  We 
are  the  largest  single  source  of  private  funds  for  cancer  research. 
Last  year's  grants  totaled  $90  million.  All  American  Cancer  Society 
programs  are  supported  by  privately  raised  funds.  We  do  not  accept 
Government  funding  of  any  kind. 

Today,  we  are  asking  for  your  support  for  a  number  of  cancer- 
related  programs.  This  includes  the  American  Cancer  Society  citi- 
zen's budget  request  of  $3.2  billion  for  the  National  Cancer  Insti- 
tute, and  $2.5  billion  for  the  Center  for  Disease  Control  and  Pre- 
vention; with  specific  recommendations  of  $30  million  for  imple- 
mentation of  the  Cancer  Registries  Amendments  Act,  $200  million 
for  full  funding  of  the  Breast  and  Cervical  Cancer  Screening 
Grants  Program,  and  $25  million  for  the  Office  on  Smoking  and 
Health. 

We  gratefully  acknowledge  your  continuing  support  and  leader- 
ship in  the  areas  of  cancer  research,  prevention,  and  control.  But 
we  are  deeply  concerned  that  budget  constraints  and  site-specific 
earmarks  for  cancer  research  may  erode  the  integrity  of  the  na- 
tional cancer  program,  and  halt  short-  and  long-term  progress  to- 
ward the  elimination  of  this  disease. 
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In  the  face  of  skyrocketing  health  care  costs,  strong  support  of 
ongoing  research  coordinated  by  the  National  Cancer  Institute 
must  be  included  in  any  strategy  for  reducing  medical  costs. 

Transfer  of  technology  from  the  laboratory  bench  to  the  bedside 
is  the  ultimate  goal  of  our  national  health  program;  and  the  Center 
for  Disease  Control  and  Prevention  delivers  that  technology 
through  State  health  agencies,  in  coordination  with  community- 
based  organizations  like  the  American  Cancer  Society,  to  people  in 
every  community. 

PREPARED  STATEMENT 

The  funding  requests  for  the  programs  I  cited  earlier  are  critical 
to  the  CDC's  ongoing  efforts  in  breast  and  cervical  cancer  education 
and  screening,  tobacco  control,  and  implementation  of  a  nationwide 
data  base  on  cancer  incidence  and  mortality,  which  will  guide  our 
future  research  and  control  efforts. 

As  the  primary  committee  responsible  for  setting  overall  spend- 
ing priorities,  we,  the  American  Cancer  Society,  urge  you  to  provide 
the  highest  funding  possible  for  these  critical  cancer  programs  of 
the  Nation's  public  health  service. 

Thank  you  for  this  opportunity. 

Senator  Murray.  Thank  you  very  much. 

[The  statement  follows:] 

Statement  of  Alvin  M.  Mauer,  M.D. 

Good  afternoon,  I  am  Dr.  Alvin  Mauer,  Professor  and  Chief  of  the  Division  of  He- 
matology and  Medical  Oncology  at  the  University  of  Tennessee,  Memphis,  College 
of  Medicine.  I  am  President  of  the  Tennessee  Division  of  the  American  Cancer  Soci- 
ety. The  American  Cancer  Society  (ACS)  is  the  nationwide  community-based  vol- 
untary health  organization  dedicated  to  eliminating  cancer  as  a  major  health  prob- 
lem by  preventing  cancer,  saving  lives  from  cancer,  and  diminishing  suffering  from 
cancer  through  research,  education  and  service.  We  commend  the  Members  of  this 
Subcommittee,  for  your  leadership  in  building  a  strong  national  cancer  program 
through  support  for  the  National  Institutes  of  Health  and  the  National  Cancer  Insti- 
tute, the  Centers  for  Disease  Control  and  Prevention,  and  other  cancer-related  pro- 
grams of  the  federal  government. 

Today,  we  are  asking  for  your  support  for  a  number  of  cancer-related  programs 
under  the  jurisdiction  of  this  Subcommittee.  These  include  our  Citizen's  Budget  re- 
quest of  $3.2  billion  for  the  National  Cancer  Institute,  $2.5  billion  for  the  Centers 
for  Disease  Control  and  Prevention,  including  $200  million  for  the  Breast  and  Cer- 
vical Cancer  grants  program,  $30  million  for  implementation  of  the  Cancer  Reg- 
istries Amendment  Act,  and  $25  million  for  the  Office  on  Smoking  and  Health. 

Despite  advances,  we  still  have  a  long  way  to  go  to  win  the  battle  against  cancer. 
The  National  Cancer  Institute  has  set  an  aggressive,  yet  realistic  and  steady  course 
towards  our  national  goal  of  eliminating  cancer  as  described  in  the  "bypass  budget" 
the  NCI  Director  submits  directly  to  the  President  each  year.  However,  funding  has 
not  been  provided  at  a  level  to  implement  this  program.  To  maximize  the  scientific 
potential  in  cancer  research,  it  is  imperative  that  the  National  Cancer  Institute  re- 
ceive priority  funding  commensurate  with  the  impact  that  cancer  has  on  society. 
Since  1980  the  overall  budget  for  the  National  Institutes  of  Health  (NIH)  has  in- 
creased in  constant  dollars  more  than  25  percent,  while  the  NCI  budget  decreased 
over  that  same  period,  until  1992  when  the  NCI  received  a  one-time  16  percent  in- 
crease. Last  year,  the  NCI  received  a  3  percent  total  increase,  but  increases  in  site- 
specific  research  programs  in  breast  and  other  reproductive  system  cancers  had  the 
effect  of  negating  that  slight  increase,  to  the  detriment  of  other  important  programs 
at  NCI. 

To  restore  the  momentum  begun  with  Congress'  renewed  commitment  to  the  Na- 
tional Cancer  Program  with  fiscal  year  1992  funding  increases,  the  NCI  has  devel- 
oped, and  the  American  Cancer  Society  supports,  a  $3.2  billion  budget  for  fiscal  year 
1994.  This  amount  would  bring  new  focus  to  basic  and  clinical  research,  and  would 
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increase  funding  for  programs  in  breast,  prostate  and  other  reproductive  system 
cancers. 

The  American  Cancer  Society  calls  on  you  today  to  support  its  fiscal  year  1994 
"Citizen's  Budget"  of  $3.2  billion  for  cancer  research  conducted  and  coordinated  by 
the  National  Cancer  Institute.  Budget  constraints  and  special  earmarks  led  to  cuts 
in  several  important  programs  last  year.  If  this  trena  in  funding  holds,  future 
progress  and  snort-  and  long-term  payoffs  would  be  halted. 

Last  year,  the  U.S.  Congress  provided  a  significant  increase  in  funding  for  breast 
cancer  research  through  an  appropriation  of  $210  million  to  the  Department  of  De- 
fense for  such  programs.  In  addition,  Congressional  action  and  tremendous  grass- 
roots support  dictated  that  the  NCI  dedicate  more  of  its  funds  for  breast  cancer  re- 
search. In  the  end,  NCI  identified  $196  million  of  its  fiscal  year  1993  budget  to- 
wards this  effort. 

The  American  Cancer  Society  has  supported  increased  funding  for  breast,  prostate 
and  other  reproductive  system  cancers  as  a  high  priority  over  the  years.  However, 
we  have  long  held  the  belief  that  any  new  or  targeted  effort  in  site-specific  research 
should  be  supported  by  new  funds,  not  at  the  expense  of  existing  programs. 

There  is  no  question  that  more  research  needs  to  be  done  in  this  area.  However, 
we  would  argue  against  a  trend  towards  targeted  or  restricted  funding  that  limits 
or  impedes  NCI's  ability  to  pursue  other,  equally  important  research  opportunities. 
The  American  Cancer  Society  urges  the  Administration  and  the  U.S.  Congress  to 
avoid  earmarks  and  support  a  balanced  research  program  which  includes  prevention 
and  early  detection,  basic  research,  clinical  trials  and  cancer  centers.  Politics  should 
not  dictate  science.  We  want  to  stress  the  importance  of  continued  emphasis  on 
basic  research — that  which  has  generated  so  many  advances  in  cancer  control  over 
the  years.  The  American  Cancer  Society  has  called  on  President  Clinton  to  reaffirm 
the  intent  of  the  National  Cancer  Act  of  1971  in  making  cancer  the  top  health  prior- 
ity of  this  nation,  and  now  calls  on  the  U.S.  Congress  to  do  the  same. 

Transfer  of  technology  from  the  laboratory  bench  to  the  bedside  is  the  ultimate 
goal  of  our  national  health  program,  and  the  Centers  for  Disease  Control  and  Pre- 
vention has  built  a  strong  program  of  health  promotion  and  disease  prevention 
which  delivers  that  technology,  through  state  and  local  health  agencies,  to  people 
in  every  community. 

One  of  these  programs,  targeted  towards  poor  and  underserved  women  was  estab- 
lished under  the  'TBreast  and  Cervical  Cancer  Mortality  Prevention  Act"  of  1990. 
This  law  established  a  program  of  grants  to  states  for  breast  and  cervical  cancer 
screening,  referral  and  education  programs  to  serve  primarily  socioeconomically  dis- 
advantaged women.  In  passing  this  law,  Congress  recognized  the  value  of  early  de- 
tection and  prompt  treatment  for  breast  and  cervical  cancers,  and  provided  the 
mechanism  to  focus  community  efforts  on  targeting  high-risk  women. 

Last  year  Congress  appropriated  $73  million  for  this  program,  which  provided  full 
funding  for  15-18  states.  In  addition,  core-capacity  or  building  grants  have  been 
awarded  to  an  additional  18  states.  The  American  Cancer  Society  is  supporting 
funding  of  $200  million  for  this  program  in  fiscal  year  1994.  CDC  has  estimated 
that  this  would  be  enough  to  fund  all  50  states  so  that  additional  women  can  be 
reached  with  these  life-saving  practices. 

Smoking  is  the  number  one  preventable  cause  of  death  and  disease  in  this  coun- 
try, and  lung  cancer  is  the  leading  cancer  killer.  The  Office  on  Smoking  and  Health 
(OSH)  is  the  federal  government's  central  office  for  coordination  of  tobacco  and 
health-related  materials  and  information,  and  is  required  to  report  regularly  to  Con- 
gress on  a  number  of  tobacco  and  health-related  issues.  The  American  Cancer  Soci- 
ety supports  a  minimum  funding  level  of  $25  million  for  this  program. 

The  American  Cancer  Society  was  a  strong  supporter  of  1992  legislation  which  au- 
thorized a  nationwide  tumor  registry  program.  The  Cancer  Registries  Amendment 
Act  established  a  program  of  grants  to  states  for  the  set-up  or  expansion  of  inci- 
dence-based tumor  registries  to  collect  specific  information  and  demographic  date. 
The  law  authorized  the  Secretary  of  Health  and  Human  Services  to  use  $30  million 
in  fiscal  years  1993-1997  to  implement  this  program.  The  American  Cancer  Society 
strongly  urges  you  to  make  available  $30  million  in  fiscal  year  1994  to  implement 
this  program. 

Issues  of  access,  cost,  and  quality  of  care  are  under  discussion  as  the  debate  over 
reshaping  America's  health  care  system  heats  up.  The  American  Cancer  Society  be- 
lieves that  a  solution  must  address  the  continuum  of  care — beginning  with  a  vital 
and  productive  medical  research  program  which  lies  at  the  foundation  of  our  health 
care  system.  In  the  face  of  skyrocketing  health  care  costs,  strong  support  of  ongoing 
research  leading  to  the  prevention,  treatment  and  cure  of  cancer  must  be  included 
in  any  strategy  for  reducing  medical  costs  while  maintaining  availability  of  high- 
quality  cancer  care. 
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As  the  Subcommittee  responsible  for  determining  spending  priorities,  we  urge  you 
to  carefully  consider  the  information  before  you  today,  and  provide  the  highest  fund- 
ing possible  for  these  critical  cancer  programs  of  the  nation's  Public  Health  Service. 
Thank  you. 

STATEMENT  OF  ALAN  C.  DAVIS,  CHAIRMAN,  COALITION  ON  SMOKING 
OR  HEALTH 

Senator  Murray.  Our  next  witness  is  Alan  Davis. 

Mr.  Davis.  Thank  you,  Senator  Murray,  and  let  me  add  my  wel- 
come to  many  of  those  who  are  here.  We  are  glad  to  see  you  in  this 
position. 

My  name  is  Alan  Davis.  I  am  vice  president  for  Public  Issues  of 
the  American  Cancer  Society,  and  chairman  of  the  Coalition  on 
Smoking  OR  Health. 

The  American  Cancer  Society,  the  American  Heart  Association, 
and  the  American  Lung  Association  are  united  as  the  Coalition  on 
Smoking  OR  Health,  to  educate  public  policy  makers  about  issues 
related  to  cancer  and  health,  or  tobacco  and  health.  On  behalf  of 
the  Coalition  on  Smoking  OR  Health,  I  appreciate  this  opportunity 
to  comment  on  the  fiscal  year  1994  appropriation  of  the  Office  of 
Smoking  and  Health,  in  the  Centers  for  Disease  Control  and  Pre- 
vention. 

The  Coalition  on  Smoking  OR  Health  urges  the  Senate  Appro- 
priations Committee  to  increase  funding  for  the  Office  of  Smoking 
and  Health  [OSH]  to  $25  million  in  1994.  The  coalition  appreciates 
the  recognition  that  this  Committee  has  given  in  the  last  2  years 
to  the  fight  against  tobacco-related  disease  by  increasing  the  fund- 
ing for  OSH  from  the  low  $3  million  level  at  which  it  had  been  fro- 
zen for  10  years.  But  the  current  appropriation  still  leaves  many 
unmet  needs. 

In  addition,  the  coalition  notes  that  Congress  has  never  funded 
the  Public  Education  Program  required  by  the  Comprehensive 
Smokeless  Tobacco  Education  Act  of  1986,  and  urges  that  startup 
funds  be  given  this  program  within  the  Department  of  Health  and 
Human  Services. 

The  Office  on  Smoking  and  Health  serves  as  a  national  clearing- 
house for  scientific  and  general  information  concerning  tobacco  use, 
and  as  the  coordinator  for  Federal  tobacco  use  education,  preven- 
tion and  research  efforts.  With  the  additional  resources  which  we 
are  recommending,  OSH  would  be  able  to  undertake  a  national 
program  to  prevent  the  initiation  of  tobacco  use  among  youth,  and 
a  capacity  building  program  for  tobacco  control  in  32  States. 

In  1991,  approximately  25.7  percent  of  the  adult  population,  46.3 
million  Americans,  were  smokers.  Good  progress.  But  the  1991 
prevalence  of  smoking  remained  the  same  as  in  1990,  after  years 
of  slow  but  steady  decline.  With  the  rate  of  decline  and  prevalence 
stalled,  and  even  increasing  in  some  segments  of  the  population, 
the  year  2000  goal  of  a  15-percent  smoking  rate  will  not  be  met. 

And,  consequently,  the  tobacco-related  deaths  from  cancer,  car- 
diovascular disease,  and  respiratory  disease  will  continue  well  into 
the  next  century. 

Smoking  prevalence  among  youth  is  a  continuing  problem.  The 
use  of  smokeless  tobacco  is  also  a  critical  health  concern.  The  pub- 
lic health  community  has  a  big  job  to  do,  with  limited  resources  to 
help  teenagers  stay  away  from  tobacco.  In  contrast  to  the  $25  mil- 
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lion  overall  budget  we  are  requesting  for  OSH,  the  tobacco  industry 
spends  a  whopping  $4  billion  a  year  on  advertising  and  pro- 
motional activities.  This  marketing  blitz  overwhelms  the  efforts  of 
the  public  and  private  sector  to  educate  this  nation's  youth  about 
the  health  effects  of  tobacco. 

The  OSH  plans  to  use  part  of  the  requested  funding  increase  to 
develop  media  campaigns  aimed  at  students  and  school  dropouts. 
Money  cannot  be  better  spent  than  on  keeping  young  people  away 
from  the  deadly  addiction  of  tobacco. 

PREPARED  STATEMENT 

OSH  is  doing  a  remarkable  job.  With  an  increase  of  $25  million, 
it  could  do  much  more.  The  Coalition  on  Smoking  OR  Health  be- 
lieves that  an  increased  public  health  emphasis  on  prevention  of  to- 
bacco use  is  the  single  preventive  health  policy  that  would  have  the 
greatest  effect  on  reducing  chronic  illness  and  premature  death  in 
this  country. 

We  strongly  urge  you  to  provide  the  increase  we  are  requesting. 
Thank  you  very  much. 

[The  statement  follows:] 

Statement  of  Alan  C.  Davis 

Good  afternoon.  My  name  is  Alan  Davis.  I  am  vice  president  for  public  issues  of 
the  American  Cancer  Society  and  chairman  of  the  Coalition  on  Smoking  OR  Health. 
The  American  Cancer  Society,  the  American  Heart  Association,  and  the  American 
Lung  Association  are  united  as  the  Coalition  on  Smoking  OR  Health  to  educate  pub- 
lic policy  makers  about  issues  related  to  tobacco  and  disease  prevention  and  health 
promotion.  On  behalf  of  the  Coalition  on  Smoking  OR  Health,  I  appreciate  this  op- 
portunity to  comment  on  the  fiscal  year  1994  appropriation  for  the  Office  on  Smok- 
ing and  Health  in  the  Centers  for  Disease  Control  and  Prevention. 

The  Coalition  on  Smoking  OR  Health  urges  the  Senate  Appropriations  Committee 
to  increase  funding  for  the  Office  on  Smoking  and  Health  (OSH)  to  $25  million.  The 
Coalition  appreciates  the  recognition  that  this  Committee  has  given  in  the  last  two 
years  to  the  fight  against  tobacco-related  disease  by  increasing  the  funding  for  OSH 
to  over  $10  million  from  the  extremely  low  $3  million  level  at  which  it  had  been 
frozen  for  ten  years.  The  fiscal  year  1993  funding  level  has  made  it  possible  for  OSH 
to  expand  its  activities  and  increase  its  effectiveness.  But,  the  current  appropriation 
still  leaves  many  unmet  needs  and  inadequate  resources  to  do  the  job  assigned  to 
OSH.  In  addition,  the  Coalition  notes  that  Congress  has  never  funded  the  public 
education  program  required  by  the  Comprehensive  Smokeless  Tobacco  Health  Edu- 
cation Act  of  1986  and  urges  that  consideration  be  given  to  providing  some  specific 
startup  funds  for  this  program  within  the  Department  of  Health  and  Human  Serv- 
ices. 

The  Office  on  Smoking  and  Health  serves  as  a  national  clearinghouse  for  sci- 
entific, technical  and  general  public  information  concerning  tobacco  use  and  as  the 
coordinator  for  Federal  tobacco-use  education,  prevention,  and  research  efforts.  The 
Surgeon  General's  reports  on  the  health  consequences  of  tobacco  use,  which  OSH 
prepares,  are  the  most  authoritative  scientific  resource  regarding  tobacco  and 
health.  OSH  also  implements  epidemiologic  studies  and  surveillance  activities  to 
help  support  intervention  activities  to  reduce  tobacco  use.  The  state  health  depart- 
ments receive  technical  assistance  on  tobacco  intervention  programs.  Public  infor- 
mation programs  are  geared  to  encouraging  smokers  to  quit  and  teenagers  not  to 
start  smoking,  as  well  as  providing  information  on  the  dangers  of  environmental  to- 
bacco smoke. 

With  the  additional  resources  which  we  are  recommending,  OSH  would  be  able 
to  greatly  increase  its  efforts  to  reduce  the  434,000  deaths  each  year  from  tobacco- 
related  diseases  and  prevent  the  initiation  of  tobacco  use  by  3,000  teenagers  each 
day.  The  major  additional  activities  that  OSH  would  undertake  involve  a  national 
program  to  prevent  the  initiation  of  tobacco  use  among  youth  and  a  capacity  build- 
ing program  for  tobacco  control  in  32  states. 

Nearly  30  years  after  the  first  Surgeon  General's  report  was  published  linking 
smoking  and  disease,  tobacco  use  continues  to  be  a  public  health  problem  in  this 
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country.  In  1965  about  42  percent  of  adults  were  smokers.  Approximately  25.7  per- 
cent of  the  adult  population,  46.3  million  people,  were  smokers  in  1991.  The  preva- 
lence of  smoking  in  1991  remained  the  same  as  in  1990  after  years  of  slow,  but 
steady  decline.  The  smoking  prevalence  among  women  and  blacks  was  slightly  high- 
er in  1991  than  the  previous  year.  With  the  rate  of  decline  in  prevalence  stalled, 
and  even  increasing  in  some  segments  of  the  population,  the  Year  2000  goal  of  a 
15  percent  smoking  rate  will  not  be  met.  And  consequently,  the  tobacco-related 
deaths  from  cancer,  cardiovascular  disease,  and  respiratory  disease  will  continue 
well  into  the  next  century. 

Looking  more  closely  at  who  smokes,  among  18-24  year  olds,  men  and  women 
smoke  at  virtually  the  same  rates  (23.5  percent  and  22.4  percent),  although  in  older 
age  groups,  the  smoking  prevalence  among  men  tends  to  be  about  three  to  five 
points  higher  than  among  women. 

A  1991  study  by  CDC  found  12.7  percent  of  students  in  grades  9-12  were  frequent 
cigarette  users.  White  students  were  more  likely  to  be  smokers  (15.4  percent)  than 
blacks  (3.1  percent)  or  Hispanics  (6.8  percent).  According  to  a  1989  study,  smoking 
prevalence  among  youth  increases  with  age,  and  is  higher  among  school  dropouts 
than  young  people  still  in  school  or  recent  graduates.  This  study  found  that  among 
17-18  year  olds,  43  percent  of  dropouts  were  smokers  compared  to  17  percent  of 
those  still  in  school  or  already  graduated. 

The  use  of  smokeless  tobacco  is  also  a  health  concern.  A  recent  study  by  the  Cen- 
ters for  Disease  Control  states  that  consumption  of  moist  snuff  and  other  smokeless 
tobacco  products  in  the  U.S.  almost  tripled  in  the  last  twenty  years.  In  1991,  about 
4.8  million  men  and  533,000  women  used  smokeless  tobacco.  Young  men,  aged  18- 
24,  snowed  the  highest  use  at  over  8  percent. 

Recent  attention  has  also  focused  on  the  toll  that  environmental  tobacco  smoke 
(ETS)  takes.  The  Environmental  Protection  Agency  has  declared  ETS  a  Group  A 
carcinogen.  This  means  that  smoke  from  other  people's  cigarettes  is  as  dangerous 
to  nonsmokers  as  asbestos  or  benzene.  The  EPA  report  also  links  the  exposure  of 
children  to  ETS  from  parental  smoking  with  detrimental  respiratory  effects  in  their 
children,  including  increased  incidence  of  childhood  asthma.  In  utero  exposure  to 
mother's  smoke  and  postnatal  exposure  to  ETS  alter  lung  function  and  structure 
and  predispose  children  to  early  respiratory  illness.  In  addition,  EPA  found  that  ex- 
posure to  ETS  has  subtle  but  significant  effects  on  the  respiratory  health  of  non- 
smoking adults. 

The  public  health  community  has  a  big  job  to  do  with  limited  resources  to  help 
teenagers  stay  away  from  tobacco.  In  contrast  to  the  $25  million  overall  budget  we 
are  requesting  for  OSH,  the  tobacco  industry  spends  a  whopping  $4  billion  a  year 
on  advertising  and  promotional  activities.  This  marketing  blitz  overwhelms  the  ef- 
forts of  the  public  and  private  sector  to  educate  this  nation's  youth  about  the  health 
effects  of  tobacco.  Instead  the  industry  creates  a  clintate  that  increases  peer  pres- 
sure on  young  people  to  use  tobacco. 

The  OSH  plans  to  use  part  of  the  requested  funding  increase  to  develop  media 
campaigns  aimed  at  students  and  school  dropouts.  Special  consideration  will  be 
given  to  reaching  dropouts  and  young  adults  not  in  scnool.  Reaching  those  not  in 
school  is  particularly  important  because  their  smoking  rates  are  so  much  higher 
than  the  rates  for  young  people  who  continue  in  school.  If  these  programs  are  suc- 
cessful in  preventing  young  people  from  starting  to  use  tobacco,  then  many  antici- 
pated health  problems  can  be  averted.  Money  cannot  be  better  spent  than  on  keep- 
ing young  people  away  from  the  deadly  addiction  of  tobacco. 

State  and  local  public  health  department  staff  is  stretched  thin  in  these  days  of 
tight  state  budgets.  Training  and  assistance  from  OSH  is  critical  if  state  health  de- 
partment programs  of  tobacco  use  prevention  and  control  are  to  be  developed  and 
implemented  effectively.  Assistance  is  already  available  to  18  states  through  the  Na- 
tional Cancer  Institute's  ASSIST  program  (and  California  with  its  own  earmarked 
tobacco  excise  tax  funds).  OSH  plans  to  help  build  capacity  in  the  other  32  states. 

State  and  local  tobacco-use  control  programs  are  extremely  dependent  on  centrally 
developed  public  information  and  communication  programs.  Most  states  do  not  have 
the  means  to  develop  these  programs  on  their  own,  nor  is  it  efficient  for  each  on 
their  own  to  research  and  test  strategies  that  work  with  the  public.  The  OSH  also 
provides  vitally  needed  assistance  in  this  area.  An  example  is  the  media  campaign 
that  was  released  in  connection  with  the  publication  of  the  EPA  report  on  the  dan- 
gers of  environmental  tobacco  smoke. 

OSH's  mandate  includes  developing  and  fostering  relationships  with  other  public 
and  private  entities.  The  Coalition  on  Smoking  OR  Health  knows  first  hand  the 
value  of  the  relationship  between  the  Office  on  Smoking  and  Health  and  the  private 
voluntary  health  sector.  The  Coalition  and  OSH  regularly  share  information  on  a 
two-way  street.  Together  with  the  American  Medical  Association  and  other  health 
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organizations,  the  Coalition  and  OSH  sponsored  a  conference  in  early  January 
called  "Tobacco  Use:  An  American  Crisis."  The  conference  offered  an  opportunity  for 
people  involved  in  tobacco  control  activities  around  the  country  to  discuss  the  status 
of  such  topics  as  use  of  tobacco  by  women,  minorities,  and  children  and  youth,  regu- 
lation of  tobacco,  advertising  and  marketing,  and  so  on.  The  relationships  that  OSH 
has  developed  with  public  and  private  organizations  facilitate  the  dissemination  of 
information,  materials,  and  technical  assistance  to  people  involved  in  tobacco  con- 
trol, from  Washington  representatives  to  grassroots  programs. 

With  its  current  budget,  OSH  is  doing  a  remarkable  job.  With  an  increase  to  $25 
million  it  could  do  much  more.  The  Coalition  on  Smoking  OR  Health  believes  that 
an  increased  public  health  emphasis  on  prevention  of  tobacco  use  is  the  single  pre- 
ventive health  policy  that  would  have  the  greatest  effect  on  reducing  chronic  illness 
and  premature  death  in  this  country.  We  strongly  urge  you  to  provide  the  increase 
we  are  requesting. 

Senator  Murray.  Thank  you.  I  have  to  comment:  There  is  a  lot 
we  can  do. 

My  son,  on  his  16th  birthday,  received  in  the  mail  free  coupons 
for  cigarettes.  And  I  thought,  well,  they  are  going  to  hear  about 
this. 

STATEMENT  OF  MARGARET  FOTI,  EXECUTIVE  DIRECTOR  AMERICAN 
ASSOCIATION  FOR  CANCER  RESEARCH 

Senator  Murray.  Our  next  witness  is  Margaret  Foti. 

Ms.  Foti.  Thank  you,  Senator  Murray,  for  the  opportunity  to 
present  testimony  on  behalf  of  the  8,800  members  of  the  American 
Association  for  Cancer  Research. 

The  AACR  is  the  oldest  and  largest  organization  of  laboratory 
and  clinical  scientists  in  this  country,  who  devote  their  professional 
lives  to  the  eradication  of  cancer. 

My  name  is  Margaret  Foti,  I  am  executive  director  of  the  AACR, 
and  also  the  president-elect  of  the  National  Coalition  for  Cancer 
Research. 

Having  worked  as  an  administrator  in  the  field  of  cancer  re- 
search for  over  28  years  now,  I  am  here  today  to  express  the 
AACR's  strong  support  for  one  of  America's  major  assets:  Bio- 
medical research.  In  this  connection,  I  have  two  major  messages, 
and  these  have  been  echoed  by  my  colleagues  independently  at  the 
table  today. 

First,  there  has  never  been  a  more  promising  time  in  the  history 
of  biomedical  and  cancer  research,  than  the  present.  Because  of  the 
marvels  of  molecular  biology,  which  have  come  from  previous  in- 
vestments in  research,  we  are  now  poised  to  develop  new  strategies 
for  cancer  prevention,  early  detection  and  treatment. 

Second,  biomedical  research  is  a  cost-effective  health  care  strat- 
egy. Continued  progress  in  the  war  on  cancer  can  have  a  signifi- 
cant impact  on  reducing  overall  health  care  costs.  Thus,  investment 
in  biomedical  and  cancer  research  should  be  a  major  component  of 
health  care  reform. 

We  are  all,  indeed,  touched  by  cancer.  We  could  not  have  envi- 
sioned how  formidable  an  enemy  cancer  would  be.  Despite  signifi- 
cant progress  on  nearly  all  basic  and  clinical  research  fronts,  with 
an  increase  in  the  survival  rate  from  39  percent  to  52  percent,  can- 
cer remains  a  serious  threat  to  the  health  of  our  citizens. 

The  AACR  strongly  supports  the  budget  recommendation  of  the 
National  Coalition  for  Cancer  Research.  We  join  the  other  members 
of  the  coalition,  representing  hundreds  of  thousands  of  cancer  sur- 
vivors and  their  families,  children  with  cancer,  cancer  researchers, 
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physicians,  health  care  workers,  and  cancer  centers  across  the 
country,  in  supporting  the  bypass  budget  at  the  level  of  $3.2  billion 
for  1994. 

It  is  tragic  that  the  1993  budget  of  the  NCI  is  $1.2  billion  below 
the  bypass  budget.  We  ask  you  today  to  fully  fund  the  bypass  budg- 
et for  1994.  But  if,  because  of  financial  constraints,  you  are  unable 
to  do  so,  we  recommend  an  increase  of  $380  million  for  fiscal  year 
1994,  as  an  incremental  step  in  achieving  the  bypass  budget  level 
over  the  next  4  years. 

These  funds  are  urgently  needed  to  strengthen  the  national  can- 
cer program,  and  to  enlist,  train  and  retain  young  scientists  for  the 
future. 

We  are  very  disappointed  with  the  administration's  1994  budget 
request  for  the  NIH  and  the  NCI.  The  President's  request  of  $10.7 
billion  for  NIH,  an  increase  of  3.2  percent,  is  very  distorted.  In  the 
absence  of  the  Department  of  the  Army  transfer  of  funds  for  breast 
cancer,  for  which  we  are  very  appreciative,  the  overall  NIH  budget 
increase  is  only  1.1  percent.  And  for  NCI,  the  administration's 
budget  request  is  only  $1,975  billion,  which  is  indeed  below  the 
1993  appropriation. 

We  find  it  ironic  that  the  President  has  not  made  biomedical  re- 
search a  top  priority.  Biomedical  research  is  a  critical  link  in  the 
chain  of  improved  health  for  all  Americans,  an  investment  which 
saves  lives  and  reduces  untold  suffering.  The  President's  budget  re- 
quest for  NIH  for  1994  represents  a  mere  1.3  percent  of  our  Na- 
tion's $800  billion  health  care  spending. 

Further,  the  AACR  wishes  to  emphasize  the  importance  of  sup- 
porting a  balanced  national  cancer  program,  which  encompasses  all 
important  research  areas.  We  support  new  targeted  research  areas, 
but  in  order  to  do  so,  these  must  be  accompanied  by  additional 
funds;  otherwise,  other  equally  high-priority  research  programs 
will  suffer,  to  the  detriment  of  the  entire  cancer  program. 

In  short,  Senator  Murray,  we  now  stand  at  a  crossroads  of  un- 
precedented opportunities  for  progress  against  cancer,  while  saving 
health  care  costs.  We  recognize  that,  because  of  fiscal  pressures, 
many  difficult  decisions  will  have  to  be  made  during  the  next  few 
years.  Nevertheless,  we  ask  you  to  provide  the  resources  needed  to 
make  an  all-out  effort  against  cancer  in  1994. 

PREPARED  STATEMENT 

In  closing,  I  would  like  to  thank  the  subcommittee  on  behalf  of 
the  members  of  the  AACR,  for  its  unstinting  support  of  biomedical 
and  cancer  research,  through  investments  in  the  NIH  and  the  NCI, 
in  particular. 

This  concludes  my  formal  statement.  Thank  you. 

Senator  Murray.  Thank  you. 

[The  statement  follows:] 

Statement  of  Margaret  Foti 

Mr.  Chairman,  distinguished  Members  of  the  Subcommittee,  thank  you  for  this 
opportunity  to  present  testimony  on  behalf  of  the  8,800  members  of  the  American 
Association  for  Cancer  Research  (AACR).  The  AACR  is  the  world's  oldest  and  larg- 
est professional  society  of  scientists  and  physicians  conducting  basic,  clinical  and  ap- 
plied research  on  cancer.  Our  members  are  located  in  universities,  independent  re- 
search institutions,  medical  schools,  government  laboratories,  and  the  private  sector. 
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I  am  Margaret  Foti.  I  have  been  working  in  the  field  of  cancer  research  for  the 
past  28  years  and  am  the  Executive  Director  of  the  AACR  and  the  President-Elect 
of  the  National  Coalition  for  Cancer  Research.  I  am  here  to  express  strong  support 
for  one  of  America's  major  assets,  our  capability  in  biomedical  research.  In  addition, 
I  have  two  key  messages  for  the  Subcommittee:  (1)  there  has  never  been  a  more 
exciting,  productive,  and  promising  time  in  the  history  of  biomedical  and  cancer  re- 
search than  the  present;  and  (2)  biomedical  research  is  a  winning  health  care  strat- 
egy— especially  in  terms  of  return  on  our  investment. 

1994  FUNDING  REQUEST 

The  AACR  fully  supports  the  budget  recommendation  of  the  National  Coalition  for 
Cancer  Research  (NCCR).  We  join  the  other  members  of  the  NCCR,  representing 
tens  of  thousands  of  cancer  survivors  and  their  families;  40,000  children  with  can- 
cer, and  their  parents,  brothers,  and  sisters;  65,000  cancer  researchers,  nurses,  phy- 
sicians, and  health  care  workers;  and  82  cancer  research  centers  across  the  country 
in  supporting  the  scientifically  justified  By-Pass  Budget  of  $3.2  billion  for  1994.  And 
yet,  the  1993  operating  budget  of  the  National  Cancer  Institute  is  $1.2  billion  below 
the  By-Pass  Budget  levels.  We  urge  the  Committee  to  fully  fund  the  By-Pass  Budg- 
et. If  there  is  not  enough  money  to  appropriate  the  By-Pass  Budget  recommendation 
for  1994,  we  recommend,  as  a  minimum  incremental  step  to  achieve  the  By-Pass 
funding  level,  an  increase  of  $380  million  for  fiscal  year  1994  to  strengthen  and 
maintain  our  Nation's  National  Cancer  Program.  We  further  support  the  Coalition's 
recommendation  that  41  percent  of  this  increase  be  used  to  fund  individual  inves- 
tigator-initiated research  grants  (ROls,  POls),  which  is  the  same  recommendation 
contained  in  the  By-Pass  Budget.  These  funds  are  critically  needed  if  we  are  to  en- 
list and  retain  the  young,  innovative  scientists  that  we  so  desperately  need  in  our 
struggle  against  cancer. 

We  are  very  disappointed  with  the  Administration's  Budget  Request  for  the  Na- 
tional Institutes  of  Health  (NIH)  and  the  National  Cancer  Institute  (NCI).  The 
President's  request  of  $10.7  billion  for  NIH,  an  increase  of  3.2  percent,  is  very  dis- 
torted— in  the  absence  of  the  Department  of  Army  transfer  of  funds  for  breast  can- 
cer (for  which  we  are  very  appreciative),  the-overall  NIH  budget  increase  is  only  1.1 
percent.  Under  the  Administration's  request,  nine  of  the  institutes  would  actually 
receive  a  decrease  from  their  1993  appropriation.  For  NCI,  the  Administration's 
Budget  Request,  excluding  the  DOD  transfer,  is  only  $1,975  billion,  or  0.15  percent 
below  the  1993  appropriation. 

In  a  year  in  which  health  care  access  and  its  affordability  are  among  the  most 
pressing  issues  facing  Congress  and  the  Administration,  it  is  ironic  that  the  Presi- 
dent has  not  made  biomedical  research  a  top  priority.  Biomedical  research  is  a  criti- 
cal link  in  the  chain  of  improved  health  for  all  Americans,  an  investment  that  saves 
lives  and  reduces  untold  suffering,  yet  the  $10.36  billion  appropriated  to  NIH  for 
1993  and  the  $10.67  billion  requested  for  1994  is  less  than  two  percent  of  our  Na- 
tion's $800  billion  health  care  spending. 

The  AACR  supports  a  balanced  National  Cancer  Program  which  encompasses  all 
important  research  areas  within  cancer  research.  We  are  equally  supportive  of  the 
appropriation  of  new  targeted  research  funds  for  high-priority  cancer  sites  such  as 
breast,  ovary,  and  prostate.  However,  directives  to  increase  funding  for  research  on 
specific  cancer  sites  or  populations  must  be  accompanied  by  additional  funds.  Other- 
wise, other  equally  high  priority  programs  will  suffer. 

Background. — We  are  indeed  grateful  to  your  Subcommittee  for  its  past  support 
of  biomedical  and  cancer  research  through  investments  in  the  NIH  and,  more  spe- 
cifically, the  NCI.  The  additional  funding  provided  to  the  NCI  in  1992  served  to  re- 
verse a  trend  of  declining  support  for  cancer  research  that  has  cost  us  dearly  in 
terms  of  attracting  and  keeping  young  research  talent.  This  action  sent  a  signal  to 
the  cancer  research  community  and  to  cancer  patients  that  Congress  is  willing  to 
join  with  us  in  a  renewed  and  timely  effort  to  escalate  significantly  our  Nation's  war 
on  cancer. 

Despite  major  progress  on  nearly  all  basic  and  clinical  research  fronts,  cancer  re- 
mains a  major  threat  to  the  health  of  our  citizens  and  the  economic  health  of  this 
Nation.  Cancer  affects  Americans  of  all  ages  and  all  economic  levels.  Over  1.2  mil- 
lion Americans  will  be  diagnosed  with  cancer  this  year,  and  over  560,000  will  trag- 
ically die  from  their  disease.  In  fact,  if  we  are  unable  to  slow  or  stop  this  trend, 
one  of  three  Americans  alive  today  will  develop  cancer. 

Progress. — As  a  result  of  our  previous  investments  in  basic  and  clinical  cancer  re- 
search, we  have  entered  a  new  age — the  "age  of  molecular  biology."  We  have  devel- 
oped the  strategies  and  tools  to  examine  and  eventually  understand  the  molecular 
events  that  lead  to  cancer;  and  we  know  that  more  effective  therapies  and  preven- 
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tion  strategies  are  possible  in  the  future.  Technology  transfer  of  findings  from  basic 
cancer  research  to  clinical  and  commercial  applications  has  resulted  in  progress  in 
nearly  all  of  the  key  research  areas  targeted  in  the  National  Cancer  Program,  in- 
cluding early  diagnosis,  curative  therapy,  and  prevention.  There  is  a  renewed  excite- 
ment among  cancer  researchers,  and  cancer  patients  are  realizing  the  benefits  of 
their  outstanding  research.  The  overall  survival  rate  of  patients  with  cancer  has  in- 
creased from  39  percent  to  52  percent,  and  we  have  made  tremendous  progress  in 
certain  areas.  For  example,  the  survival  rate  for  childhood  leukemia  is  95  percent; 
most  Hodgkin's  Disease  patients  are  now  treated  and  cured;  and  over  90  percent 
of  the  men  with  testicular  cancer  are  now  cured. 

Recent  advances  in  basic  research  on  the  causes,  diagnosis,  therapy,  and  preven- 
tion of  cancer  include: 

— We  have  discovered  and  are  actively  exploiting  oncogenes  and  tumor  suppressor 
genes; 

— Biomarkers  such  as  prostate  specific  antigen  (PSA)  are  proving  valuable  tools 
for  the  early  detection  of  cancer; 

— Taxol,  tamoxifen,  and  immunomodulators  are  a  few  of  the  new  agents  available 
to  treat  cancer,  and  gene  therapy  offers  the  promise  of  correcting  genetic  defi- 
ciencies and  of  improving  the  response  of  key  defensive  cells  such  as 
lymphocytes;  and 

— Prevention  research  has  evolved  a  new  interdisciplinary  research  area  called 
molecular  epidemiology  that  promises  to  measure  and  assess  the  effects  of  envi- 
ronmental carcinogens. 

Cost  effectiveness. — These  recent  advances  in  cancer  research  demonstrate  that 
support  of  biomedical  and  cancer  research  through  the  NIH  and  the  NCI  is  a  win- 
ning health  care  strategy.  We  are  only  beginning  to  realize  the  potential  for  return 
on  our  investment  in  terms  of  reduced  health  care  costs  that  derive  from  the  produc- 
tive lives  of  cancer  survivors.  For  example,  an  investment  of  $56  million  over  a  sev- 
enteen-year period  by  the  NCI  led  to  a  91  percent  cure  rate  for  testicular  cancer. 
This  investment  is  saving  us  over  $144  million  annually.  This  level  of  return  is 
being  realized  for  all  other  cancers  where  advances  have  enabled  patients  to  reduce 
their  cancer-related  health  care  costs  and  return  to  the  work  force.  We  believe  that 
continued  progress  in  the  "War  on  Cancer"  can  have  a  significant  impact  on  reduc- 
ing overall  health  care  costs.  Investment  in  biomedical  and  cancer  research  should 
be  a  major  component  of  our  Nation's  strategic  plan  to  reduce  health  care  costs. 
There  is  no  better  social,  moral,  or  economic  investment  for  the  Nation. 

In  addition,  results  from  research  programs  funded  by  the  NIH  and  the  NCI  are 
revolutionizing  our  approach  to  diagnosing,  treating,  and  preventing  nearly  all  dis- 
eases. Intellectual  capital  from  molecular  biology  research  programs  has  led  to  the 
development  of  a  new  international  industry,  ^biotechnology.  There  are  currently 
over  1,200  new  biotechnology  companies  in  the  U.S.  that  employ  highly  trained  and 
skilled  staff,  and  sales  of  biotechnology  products  are  projected  to  reach  $50  million 
by  the  year  2000. 

Concluding  remarks. — In  summary,  we  stand  at  a  crossroads.  The  National  Can- 
cer Act  of  1971  reflected  an  urgency  and  determination  on  the  part  of  Congress,  the 
scientific  community  and  the  American  people  to  wage  an  unprecedented  war 
against  cancer.  We  could  not  have  envisioned  how  formidable  an  enemy  cancer 
would  be.  Through  biomedical  research  we  have  made  significant  progress  in  "un- 
raveling" the  chain  of  molecular  events  involved  in  the  malignant  transformation  of 
normal  cells,  and  more  than  at  any  time  in  the  past  20  years,  there  are  now  unprec- 
edented opportunities  for  progress. 

We  recognize  that  Congress  and  the  Administration  are  facing  many  tough  deci- 
sions during  the  next  four  years.  Nevertheless,  at  this  juncture  in  the  history  of  the 
National  Cancer  Program,  we  must  take  what  appears  to  be  the  more  difficult  road 
and  rededicate  ourselves  as  a  Nation  to  provide  the  resources  required  to  escalate 
the  war  on  cancer.  This  means  setting  ourselves  the  short-term  goal  of  increasing 
the  1994  budget  for  the  NCI  by  $380  million  and  the  long-term  goal  of  supporting 
the  National  Cancer  Program  at  the  By-Pass  Budget  level  in  four  years.  Through 
our  world  leadership  in  biomedical  and  cancer  research  we  can  conquer  this  disease 
that  robs  us  of  our  families  and  friends  and  inflicts  more  suffering  on  more  people 
than  any  other  disease  in  modern  times.  In  doing  so,  we  can  also  reduce  our  health 
care  costs  and  provide  world  leadership  for  the  biotechnology  industry.  This  is  a  vi- 
sion worthy  of  our  best  national  effort. 

Again,  I  thank  the  Subcommittee  on  behalf  of  the  members  of  the  AACR.  This 
concludes  my  formal  statement.  I  would  be  pleased  to  answer  any  questions. 

Senator  Murray.  Since  you  are  all  here  on  the  same  topic,  I 
would  like  to  ask  the  same  question  and  just  go  down  the  row. 
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This  subcommittee  has  put  a  priority  on  prevention,  believing 
that  the  results  of  research  must  be  transferred  into  the  field  for 
health  care  and  prevention.  Do  you  feel  that  adequate  attention  is 
given  to  the  transfer  of  research  results  into  the  field? 

We  will  start  with  you,  Margaret. 

Ms.  FOTI.  In  prevention,  specifically,  certainly  it  is  beginning  to, 
there  is  increased  funding  going  into  cancer  prevention;  and  we  are 
delighted  to  see  that  now  cancer  prevention  scientists  are  working 
with  molecular  biologists,  who  use  the  new  technologies  for  this 
purpose.  But  certainly,  we  need  more  funds  for  that,  as  well  as  the 
entire  field  of  cancer  research. 

Senator  MURRAY.  Dr.  Mauer? 

Dr.  Mauer.  This  past  Friday,  Senator  Murray,  we  had  a  con- 
ference, a  forum,  at  the  University  of  Tennessee.  It  was  entitled, 
"Mechanisms  of  Carcinogenesis."  And  we  talked  about  some  of  the 
marvelous  molecular  biology;  but  also,  we  talked  about  application. 
For  example,  the  evidence  of  development  of  liver  cancer  by  hepa- 
titis B  virus,  and  its  ultimate  prevention  by  the  hepatitis  B  virus 
vaccine. 

Dr.  Michael  Sporn  of  the  National  Cancer  Institute  talked  about 
various  approaches  to  prevention  of  cancer  by  drugs,  specifically 
those  related  to  vitamin  A. 

We  are  seeing  replacement  of  death  from  infectious  diseases  in 
patients  with  AIDS,  by  an  increasing  incidence  of  lymphoma:  An 
opportunity  for  prevention. 

The  American  Cancer  Society,  of  course,  has  been  very  much  in- 
volved in  prevention;  and  Alan  has  already  talked  about  both 
smokeless  and  smoking  tobacco.  I  don't  think  we  have  to  take  a 
backseat  to  anyone,  in  our  efforts.  Yes;  I  do  think  prevention  is 
very  much  on  the  minds  of  everyone. 

Senator  Murray.  And  now,  Mr.  Davis? 

Mr.  Davis.  I  would  agree  with  that,  except — I  think  we  have 
made  a  lot  of  progress  in  the  past  10  or  15  years  regarding  the  ap- 
plication of  results  of  research  to  treatment,  to  prevention.  We  are 
a  lot  further  ahead  than  we  were  then.  However,  we  have  one 
major  unintelligible  flaw  in  our  whole  system. 

And  that  is,  the  single  most,  single  best  known,  means  of  pre- 
venting cancer,  respiratory  disease,  heart  disease,  is  tobacco  use. 
And  yet  we  have  failed,  miserably,  to  address  this.  We  talk  about 
prevention,  we  spend  money  on  prevention,  and  a  lot  of  people  get 
a  lot  of  credit  for  their  attitudes  about  prevention.  But  we  in  this 
country  do  not  do  the  things  we  can  do  to,  actually,  prevent. 

We  are  recommending,  the  coalition  is  recommending — along 
with  a  lot  of  other  organizations — that  one  way  to  reduce  tobacco 
use,  and  help  you  all  here  on  the  Hill  find  the  resources  to  take 
care  of  the  health  care  reform  issue,  is  to  increase  the  cigarette  ex- 
cise tax  by  $2  a  pack  at  the  Federal  level.  We  are  encouraging 
States  to  go  as  high  as  $1  a  pack,  and  I  can  tell  you  that  a  lot  of 
States  are  considering  that.  I  think  if  you  did  that,  you  would 
strike  one  major  blow  for  prevention  of  cancer. 

Senator  Murray.  Well,  thank  you.  In  fact,  the  State  that  I  come 
from,  Washington  State,  passed  their  health  care  plan  with  a  major 
increase  in  cigarette  taxes,  just  this  past  weekend. 

Mr.  Davis.  Wonderful.  I  am  glad  to  hear  that.  Thank  you. 


63 

Senator  MURRAY.  Gertrude  Swerdlow? 

Ms.  Swerdlow.  First  of  all,  Senator  Murray,  I  should  say  that 
I  represent  a  large  number  of  people  at  the  grassroots  level,  rough- 
ly 100,000  people.  And  I  have  had  an  opportunity  to  speak  to  many 
of  them  face  to  face,  or  over  the  telephone,  or  correspond  with  them 
when  they  inquired  about  cancer  and  what  their  alternatives  were. 

I  think  one  of  our  big  problems  in  prevention  of  cancer  lies  in  the 
fact  that  our  educational  system,  telling  people  what  to  eat,  what 
not  to  eat,  to  smoke  or  not  to  smoke,  somehow  or  other  does  not 
get  down  to  enough  people.  I  find  that  about  95  percent  of  the  peo- 
ple I  have  spoken  to  do  not  know  there  is  such  a  thing  as  a  Na- 
tional Cancer  Institute. 

And  the  American  Cancer  Society  would  be  happy  to  learn  that 
they  think  that  everything  that  is  being  done  is  done  by  the  Amer- 
ican Cancer  Society. 

Yet,  as  I  said  in  my  paper,  all  the  27  leading  foundations — and 
I  know  the  American  Cancer  Society  provides  75  percent  of  that 
total  foundation  research — is  just  a  fraction  of  what  the  NCI  is 
doing,  and  that  is  inadequate. 

It  is  rather  amusing  to  go  shopping  and  to  hear  people  ask:  What 
five  vegetables  should  we  serve?  Former  President  Bush  talked 
about  his  dislike  of  broccoli,  and  I  myself  had  to  turn  the  broccoli 
into  soup  in  order  to  get  my  husband  to  get  some  broccoli.  But  we 
have  to  start  at  younger  levels.  Just  as  we  are  worried  about  drugs, 
we  have  to  start  about  nonsmoking  and  proper  eating  habits  at  the 
much  younger  levels. 

And  I  just  want  to  add  one  thing.  Recently,  I  had  the  opportunity 
to  speak  to  Dr.  Greenwald,  who  is  the  Chair  of  the  Cancer  Preven- 
tion and  Control  Division  at  the  NCI.  The  reality  is  that  the  NCI 
has  not  been  able  to  fund — year  after  year,  in  order  to  get  longevity 
results — some  of  its  research  on  diet.  It  had  begun  to  do  it  some 
years  ago,  on  diet  and  breast  cancer.  But  some  of  this  research  has 
just  been  truncated  and,  therefore,  is  released  with  a  less  complete, 
positive  direction  than  we  should  have  for  the  American  public. 
Thank  you. 

Senator  Murray.  Thank  you.  And  thank  you,  to  all  the  members 
of  this  panel. 

STATEMENT   OF   CHRISTINE    GAFFEY,   THE   CFIDS  ASSOCIATION   OF 
AMERICA 

Senator  Murray.  The  next  panel  consists  of  Christine  Gaffey, 
Robert  Dresing  and  Wylie  Vale.  We  will  begin  with  Christine 
Gaffey. 

Ms.  Gaffey.  Senator  Murray,  my  name  is  Christine  Gaffey,  and 
I  represent  more  than  23,000  Americans  who  are  associated  with 
the  Chronic  Fatigue  Immune  Dysfunction  Center  of  America.  When 
I  first  became  ill  4  years  ago  I  lost  my  job  with  the  Washington 
Post  and,  as  a  result,  my  home.  I  have  been  hospitalized  nine  times 
since  May  1992  and  must  rely  on  this  IV  to  maintain  limited  en- 
ergy. 

I  was  born  and  raised  in  a  farming  community  near  the  Univer- 
sity of  Iowa  in  Washington,  LA.  I  would  like  to  move  back  home, 
but  cannot  because  I  am  unable  to  find  a  doctor  in  my  community 
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who  will  recognize  CFIDS  as  a  legitimate  disease  and  give  me  med- 
ical treatment. 

Due  to  this  lack  of  treatment  at  home,  my  mother  must  travel 
to  the  District  of  Columbia  when  I  am  critically  ill  and  need  assist- 
ance. I  want  to  thank  this  committee  for  placing  a  priority  on 
CFIDS  research  in  the  fiscal  year  1992  appropriations  legislation 
last  year  by  earmarking  funds  for  specific  activities. 

I  realize  there  are  no  overnight  miracles,  but  the  actions  by  Con- 
gress have  given  direction  to  Federal  CFIDS  activities. 

When  I  first  became  ill,  I  spent  3  frustrating  years  visiting  doc- 
tors across  the  country  only  to  be  told  I  was  crazy.  The  National 
Institute  of  Allergy  and  Infectious  Disease  released  a  promising 
study  on  February  5,  1993,  reporting  the  discovery  of  immune  ab- 
normalities in  people  with  CFIDS.  I  hope  this  study  is  a  first  step 
toward  earlier  diagnosis  of  CFIDS  so  that  no  one  will  be  denied 
treatment  as  I  was. 

The  FDA  recently  held  an  antiviral  advisory  committee  meeting 
regarding  the  benefits  of  Ampligen,  which  began  a  working  rela- 
tionship with  the  CFIDS  community.  I  hope  the  FDA  will  recognize 
the  need  for  a  compassionate  care  policy  so  that  treatments  such 
as  Ampligen  can  begin  to  be  made  available  to  severely  ill  patients. 

Successfully  attacking  CFIDS  requires  more  than  the  recent  de- 
velopments at  NIAID  and  the  FDA.  We  need  a  full-scale  commit- 
ment on  behalf  of  the  U.S.  Public  Health  Services,  U.S.  Govern- 
ment, and  the  President  of  the  United  States. 

Our  priorities  for  action  include  aggressive  research  and  ear- 
marked appropriations  for  the  National  Institutes  of  Health,  focus- 
ing on  identifying  the  ideological  agents  for  CFIDS,  community- 
based  prevalence  studies  by  the  Centers  for  Disease  Control  docu- 
menting the  basic  epidemiology  of  CFIDS,  and  appropriate  health 
education  for  medical  professionals  and  the  general  public,  appro- 
priate and  reasonable  medical  standards  utilized  by  the  Social  Se- 
curity Administration  in  determining  disability  benefits  for  those 
with  CFIDS. 

Compassionate  and  adequate  policies  of  the  Food  and  Drug  Ad- 
ministration would  allow  the  CFIDS  patients  access  to  potential 
new  drugs  at  the  earliest  opportunity  and  for  appropriately  sus- 
tained periods. 

I  consider  myself  a  victim  of  a  system  that  slowly  and  resistantly 
moves  while  my  life  and  livelihood  deteriorates.  While  this  year 
has  brought  some  significant  individual  advances,  we  do  not  have 
an  effective  Federal  response  to  CFIDS.  For  example,  I  was  forced 
to  retain  a  lawyer  and  submit  documentation  for  my  illness  three 
times  in  order  to  receive  disability  from  SSA.  If  the  CDC  and  NIH 
are  able  to  provide  appropriate  medical  standards,  patients  would 
not  have  to  fight  for  disability  from  SSA. 

PREPARED  STATEMENT 

In  the  written  statement,  we  have  outlined  a  number  of  specific 
recommendations  for  each  agency  involved  in  Federal  CFIDS  re- 
search which  we  ask  you  to  consider.  I  used  to  go  24  hours  a  day, 
7  days  a  week,  and  never  stop.  Today  I  must  plan  everything  I  do 
around  my  illness.  CFIDS  patients  seek  relief  from  our  present  suf- 
fering, but  we  ultimately  believe  that  the  cause  of  our  illness  must 
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be  found  and  strategies  to  eliminate  the  disease  must  be  aggres- 
sively pursued. 

Thank  you  for  inviting  me  to  appear  here  today. 

[The  statement  follows:] 

Statement  of  Christine  Gaffey 

Mr.  Chairman,  members  of  the  Committee,  my  name  is  Christine  Gaffey  and  I 
am  representing  more  than  23,000  Americans  who  are  affiliated  with  The  Chronic 
Fatigue  Immune  Dysfunction  Syndrome  (CFIDS)  Association  of  America.  I  am  a  na- 
tive of  Iowa,  a  member  of  the  CFIDS  Association,  and  a  person  who  has  had  CFIDS 
for  the  past  four  years.  After  I  became  ill,  I  lost  my  job  at  the  Washington  Post  and, 
as  a  result,  my  home.  I  have  been  hospitalized  nine  times  since  May  of  1992  and 
must  rely  on  an  rv  to  maintain  limited  energy. 

CFIDS,  also  known  as  Chronic  Fatigue  Syndrome  (CFS),  is  a  serious  and  debili- 
tating disease  estimated  to  affect  hundreds  of  thousands,  and  perhaps  millions,  of 
adults  and  children  in  America.  The  age  of  onset  of  this  illness  is  often  times  during 
adolescence  and  young  adulthood,  changing  lives  quite  dramatically.  It  is  a  complex 
multi-systemic  illness  characterized  by  neurological,  rheumatological,  and 
immunological  problems,  incapacitating  fatigue,  and  a  constellation  of  symptoms 
that  are  severely  debilitating  and  last  for  years. 

Researchers  at  the  National  Institute  of  Allergy  and  Infectious  Disease  (NIAID) 
released  a  promising  study  on  February  5,  1993  reporting  the  discovery  of  immune 
abnormalities  in  people  with  CFIDS  (CFS).  Their  study,  comparing  healthy  volun- 
teers and  CFIDS  (CFS)  patients,  showed  significant  differences  in  the  number  and 
character  of  one  type  of  immune  cell — T  cells  that  carry  helper  molecules,  called 
CD4,  on  their  surfaces.  These  cells,  known  as  CD4+  T  cells,  orchestrate  the  immune 
response. 

A  study  published  by  the  CDC  in  February  reported  that  CFIDS  (CFS)  is  esti- 
mated to  affect  an  absolute  minimum  of  100,000  American  men,  women,  and  chil- 
dren from  all  walks  of  life.  This  disease  does  not  recognize  the  age,  socio-economic 
background,  or  professional  training  of  its  victims.  It  will  require  federal  commit- 
ment to  serious  study  and  great  effort  to  find  a  solution. 

The  CFIDS  Association  of  America  is  seeking  an  end  to  the  misery  caused  by 
CFIDS  (CFS)  for  so  many  thousands  of  people.  The  CFIDS  Association  is  the  na- 
tion's leading  non-profit  patient-based  organization  dedicated  to  conquering  CFIDS 
(CFS).  Since  1987,  our  association  has  grown  to  represent  more  than  23,000  mem- 
bers. We  have  funded  over  $1,000,000  in  research  grants  and  responded  to  over 
200,000  public  inquiries. 

The  CFIDS  Association  strongly  believes  that  successfully  attacking  CFIDS  (CFS) 
will  require  a  full-scale  commitment  on  behalf  of  the  U.S.  Public  Health  Services, 
the  United  States  Congress,  and  the  President  of  the  United  States.  Our  priorities 
for  action  include: 

— Aggressive  research  by  the  National  Institutes  of  Health  focusing  on  identifying 
the  etiological  agent(s)  for  CFIDS  (CFS)  in  adults  and  children. 

— Comprehensive  and  complete  studies  by  the  Centers  for  Disease  Control  docu- 
menting the  basic  epidemiology  of  CFIDS  (CFS)  and  commencement  of  appro- 
priate health  education  for  medical  professionals,  school  systems  and  the  gen- 
eral public  with  or  at  risk  of  contracting  the  disease. 

— Appropriate  and  reasonable  medical  standards  utilized  by  the  Social  Security 
Administration  in  determining  disability  benefits  for  those  with  CFIDS  (CFS). 

— Compassionate  and  adequate  policy  at  the  Food  and  Drug  Administration  that 
allows  CFIDS  (CFS)  patients  access  to  potential  new  drugs  at  the  earliest  op- 
portunity and  for  appropriately  sustained  periods. 

The  federal  government  is  currently  committing  $7  million  to  CFIDS  (CFS)  relat- 
ed research  at  the  Centers  for  Disease  Control  and  the  National  Institutes  of 
Health.  We  would  like  to  make  the  following  recommendations  for  fiscal  year  1994 
appropriations  or  provisions  of  appropriations  report  language: 

Office  of  the  Assistant  Secretary  for  Health 

Require  the  immediate  formation  of  the  CFIDS  (CFS)  Interagency  Coordinating 
Committee  with  the  authority  to  develop  an  action  plan  which  should  be  submitted 
to  this  Committee  no  longer  than  90  days  after  enactment  of  the  bill.  We  urge  the 
committee  to  allocate  $1  million  for  this  effort 
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National  Institutes  of  Health 

Overall:  Specific  research  funded  at  a  minimum  of  $15  million  in  fiscal  year  1994, 
the  majority  of  which  would  be  directed  to  extramural  grants  and  focused  intra- 
mural efforts. 

Support,  in  report  language  and  earmarked  appropriations,  for  the  following 
CFIDS  (CFS)  provisions  of  the  NIH  Revitalization  Act  of  1993:  a  CFIDS  (CFS)  coor- 
dinator be  appointed  in  the  office  of  the  Director  of  the  NIH  with  the  authority  to 
coordinate  the  efforts  and  recommend  budget  levels  and  priority  program  initiatives; 
the  Director  of  NIH  to  appoint  CFIDS  (CFS)  representatives  to  appropriate  advisory 
councils;  and  the  establishment  of  a  standing  study  section  at  the  NIH  to  review 
extramural  grant  applications,  establish  priorities  for  extramural  grant  solicitations, 
and  coordinate  intramural  and  extramural  research  efforts  and  results. 

Increase  resources  available  to  existing  Cooperative  Research  Centers  to  ade- 
quately meet  their  needs. 

Grants  be  made  to  extramural  CFIDS  (CFS)  researchers  under  NIH's  Small 
Grants  Program. 

Early  and  promising  CFIDS  (CFS)  research,  particularly  those  following  the  T-cell 
study  and  exercise  triggers,  conducted  within  NAMSD,  NIAID,  NIMH,  NICCHD, 
NINDS,  and  NCI  be  expanded  and  continued. 

Grants  be  allocated  to  develop  effective  treatment  modalities. 

Centers  for  Disease  Control 

Overall:  $10  million  specifically  earmarked  for  CDC  programs  and  research  aimed 
at  CFIDS  (CFS)  in  the  fiscal  year  1994  budget. 

The  CFS  Surveillance  Study,  which  was  designed  as  a  prototype,  should  be  termi- 
nated and  replaced  with  community-based  prevalence  studies. 

CDC  aggressively  pursue  opportunities  to  provide  education  and  training  mate- 
rials to  health  professionals,  school  systems,  and  the  general  public. 

Revision  of  the  current  case  definition  to  provide  separate  definitions  for  clinical 
and  research  purposes. 

CFIDS  (CFS)  cases  should  be  reported  to  the  CDC  for  purposes  of  data  collection 
on  endemic  cases  and  possible  cluster  outbreaks. 

Commence  formal  studies  of  issues  related  to  the  transmission  of  CFIDS  (CFS), 
particularly  among  health  care  workers,  among  family  members  and  from  mothers 
to  their  children. 

Food  and  Drug  Administration 

That  the  Senate  request  a  formal  policy  for  the  compassionate  care  of  patients 
who  need  to  remain  on,  return  to,  or  be  placed  on  Ampligen. 

A  streamlined  process  through  which  potentially  promising  drugs  that  can  treat 
CFIDS  (CFS)  are  investigated  and  approved  without  unnecessary  delay. 

A  policy  to  allow  CFIDS  (CFS)  patients  access  to  any  potential  drug  at  the  earli- 
est opportunity  after  safety  is  established. 

A  CFS  consumer  represented  on  the  antiviral  advisory  committee. 

Social  Security  Administration 

Inclusion  of  medically  accurate,  up-to-date  information  on  CFIDS  (CFS)  in  the 
Listing  of  Impairments  and  POMS  manuals  to  be  reviewed  on  a  bi-annual  basis. 

Establishment  of  an  SSA  CFIDS  (CFS)  Advisory  Committee.  This  committee  will 
be  charged  with  regular  review  of  current  medical  standards  and  investigating  the 
needs  of  regional  SSA  offices  with  regard  to  training  and  information  resource 
needs. 

A  report  from  the  SSA  detailing  the  number  of  SSA  claims  under  CFIDS  (CFS) 
diagnosis  and  the  progress  of  declination  or  acceptance  most  typically  encountered 
within  each  region. 

Conclusion 

We  believe  our  recommendations  would  place  the  federal  government  and  its  con- 
siderable resources  on  the  right  track  towards  finding  the  cause  of  CFIDS  (CFS)  and 
ultimately  eliminating  the  disease.  We  seek  relief  for  our  present  suffering  but  we 
ultimately  believe  that  the  cause  must  be  found  and  strategies  to  eliminate  the  dis- 
ease must  be  aggressively  pursued.  I  thank  you  very  much  for  considering  our  rec- 
ommendations today. 

Senator  Murray.  Thank  you.  What  is  your  assessment  of  re- 
search now  being  done  at  NIH  and  CFIDS? 
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Ms.  Gaffey.  I  think  we  need  more  research  done,  and  if  you 
would  like  to  address  that  to  our  association,  we  would  be  happy 
to  give  you  further  explanations. 

Senator  Murray.  I  have  one  other  question.  On  Social  Security 
disability  benefits,  I  understand  that  you  had  trouble  getting  that. 
Is  that  common  among  CFIDS  patients? 

Ms.  Gaffey.  It  is  very  common,  unfortunately.  I  had — as  I  said 
in  my  testimony,  had  to  hire  a  lawyer,  and  I  submitted  documenta- 
tion three  times  and  went  before  a  trial  judge  once. 

Senator  Murray.  And  then  you  were  given  benefits. 

Ms.  Gaffey.  I  was  after  that.  I  quit  work  in  July  1990  and  I  did 
not  receive  any  benefits  until  June  1992,  so  it  took  2  years  for  the 
process  to  work. 

Senator  Murray.  Thank  you. 

Ms.  Gaffey.  Thank  you. 

STATEMENT  OF  ROBERT  K.  DRESING,  PRESIDENT  AND  CHffiF  EXECU- 
TIVE OFFICER,  CYSTIC  FIBROSIS  FOUNDATION 

Senator  Murray.  Our  next  witness  is  Robert  Dresing. 

Mr.  Dresing.  Thank  you,  Senator.  I  am  the  president  of  the 
Cystic  Fibrosis  Foundation,  but  far  more  importantly  I  am  the  fa- 
ther of  a  son  who  has  cystic  fibrosis. 

When  Robbie  was  born  in  1966  the  estimated  life  expectancy  was 
6.  Robbie  is  26,  and  he  is  alive  today  not  because  we  have  learned 
so  much  about  the  basic  understanding  of  the  genetic  defect  of  the 
disease  but  because  drug  treatments  have  gotten  better  and  we 
have  been  able  to  put  him  in  a  holding  pattern  with  the  hopes  that 
the  ultimate  therapy  for  cystic  fibrosis  would  someday  present  it- 
self. 

Well,  that  miracle  began  to  unfold  in  1989,  when  the  gene  for 
cystic  fibrosis  was  discovered,  and  just  4  years  later,  1  week  ago 
last  Saturday,  the  first  therapy  of  gene  therapy  in  a  cystic  fibrosis 
child  was  administered  at  the  National  Institutes  of  Health. 

Now,  we  are  a  long  way  from  a  cure  for  the  disease,  but  that  is 
the  beginning  of  the  end.  What  I  would  like  to  do  is  use  that  as 
an  illustration  of  the  fact  that  the  investment  in  biomedical  re- 
search does  work,  and  you  do  get  a  return  that  is  rather  magnifi- 
cent. 

You  would  have  to  be  Solomon  to  be  sitting  up  where  you  are 
today  and  listening  to  all  of  the  presentations  that  have  been  made 
and  thinking  about,  with  the  very  limited  amount  of  dollars  that 
the  committee  has  to  allocate,  how  are  you  going  to  begin  to  appro- 
priate dollars  responsibly  for  all  of  these  very  worthwhile  causes? 

We  know  that  the  battle  is  not  going  to  be  won  or  lost  in  this 
room.  The  battle  is  going  to  be  won  or  lost  on  the  floor  of  the  Sen- 
ate and  the  floor  of  the  House,  where  we  look  at  the  difficulty  of 
recognizing  we  have  got  to  get  fiscally  responsible  but  also  recog- 
nize that  we  have  got  to  be  responsible  in  the  allocation  of  our  pri- 
orities. 

Everything  does  not  get  cut  across  the  board,  but  you  have  to 
make  very  tough  choices  about  what  we  are  to  do  with  the  dollars 
that  we  do  have,  and  if  in  fact  maybe — and  I  know  this  is  heresy 
at  this  point,  but  we  have  been  able  to  dip  into  the  wallet  or  to  bor- 
row to  do  some  rather  strange  things  in  this  society. 
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When  you  look  at  the  $900  billion  health  care  costs  that  we  are 
dealing  with  and  the  fact  that  we  are  investing  $10  billion  in  re- 
search, there  is  not  a  company  in  this  world  that  is  dependent  on 
research  and  development  that  would  spend  less  than  1  percent  of 
its  total  cost  on  research  to  answer  the  questions,  to  lower  the  cost, 
to  give  us  the  answers  and  give  us  the  quality  of  life  that  we  are 
supposed  to  be  providing. 

We  have  nurtured  NIH  for  years  at  a  level  that  is  beginning  to 
provide  us  with  the  incredible  opportunity  to  get  return  on  that  in- 
vestment that  would  boggle  everyone's  minds.  We  are  not  just 
going  to  cure  cystic  fibrosis  in  a  very  short  period  of  time.  We  have 
got  the  opportunity  to  cure  and  to  address  all  of  the  maladies  and 
the  diseases  that  are  presented  to  this  committee,  but  it  is  going 
to  require  a  commitment  to  be  able  to  go  the  next  step  and  get  that 
return. 

I  am  privileged  to  sit  on  the  NIH  Advisory  Council.  I  shudder 
when  I  sit  there  and  think  that  we  are  funding  right  now  at  the 
13th  and  14th  percentile.  That  means  that  only  2  out  of  10  grants 
that  are  presented  for  all  of  the  things  that  you  have  heard  about 
today  are  being  funded  and  the  other  8  are  going  in  the  waste  bas- 
ket. Well,  I  do  not  understand  that,  and  I  do  not  understand  how 
we  are  going  to  get  the  priorities  of  this  country  readjusted  to  the 
point  that  we  address  an  issue  that  is  on  everybody's  agenda  as  the 
No.  1  issue,  and  that  is  individuals'  health. 

It  is  the  first  thing  we  say  to  people  when  we  see  them — how  are 
you?  The  expected  answer  and  the  hopeful  answer  is,  fine,  thank 
you,  followed  by,  how  is  your  family,  and  the  expected  and  the 
hopeful  one  is  fine,  thank  you,  but  that  is  not  true  in  too  many 
families,  in  too  many  houses,  and  we  can  do  something  about  it, 
but  it  is  going  to  take  some  real  courage. 

PREPARED  STATEMENT 

I  really  admire  Senator  Tom  Harkin,  who  has  been  a  leader  on 
the  floor  for  biomedical  research  and  for  NIH.  He  is  going  to  need 
a  lot  of  help  in  getting  his  programs  through  and  finding  the  re- 
sources and  the  integrated  programs  that  will  provide  not  only 
health  care  reform  but  an  element  of  health  care  reform  that  is  re- 
search that  gives  us  the  answers  and  can  ultimately  lower  the  cost 
and  bring  us  a  quality  of  life  that  I  think  all  of  us  want. 

[The  statement  follows:] 

Statement  of  Robert  K.  Dresing 

Mr.  Chairman  and  members  of  the  subcommittee,  thank  you  for  the  opportunity 
to  speak  before  your  distinguished  subcommittee.  My  name  is  Robert  Dresing;  I  am 
President  of  the  Cystic  Fibrosis  Foundation  and  the  parent  of  a  young  man  with 
this  disease. 

We  appreciate  the  unwavering  support  you  have  given  to  cystic  fibrosis  (CF)  re- 
search. Our  shared  optimism — that  we  can  ultimately  succeed  in  our  battle — is  up- 
lifting to  the  30,000  children  and  adults  with  CF. 

Before  discussing  the  incredible  opportunities  we  are  now  unveiling  for  our  chil- 
dren and  adults,  I  must  first  take  a  tew  moments  to  praise  the  National  Institutes 
of  Health  (NIH)  and  its  mission  of  improving  the  health  status  of  all  Americans — 
our  greatest  resource.  Vve  urge  you  to  examine  the  incomparable  legacy  of  the  NIH 
and  to  provide  a  strong  investment  in  all  medical  research. 

We  are  concerned  that  the  President's  proposed  budget  will  not  only  impair  the 
NIH's  ability  to  sustain  its  current  initiatives,  but  win  paralyze  it  from  pursuing 
the  latest  technologies  that  arise  daily  in  biomedical  research.  We  implore  you  to 
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reconsider  the  President's  budget  recommendation  for  the  NIH  and  to  provide  the 
resources  critical  to  preserve  America's  leadership  in  biomedical  research.  A  strong 
investment  in  this  premier  research  institute  is  essential  to  revitalize  our  research 
heritage  and  prepare  for  our  nation's  future. 

We  enthusiastically  thank  you  for  your  investment  last  year  in  the  development 
of  four  new  gene  therapy  centers  to  study  CF.  However,  the  request  for  applications 
for  these  centers  will  generate  submissions  far  in  excess  of  last  year's  awards.  We 
urgently  request  that  you  provide  funds  to  establish  two  additional  gene  therapy 
centers  this  year,  one  through  the  National  Heart,  Lung  and  Blood  Institute 
(NHLBI)  and  one  through  the  National  Institute  of  Diabetes  and  Digestive  and  Kid- 
ney Diseases  (NIDDK).  New  gene  therapy  centers  will  help  create  additional  meth- 
ods to  deliver  normal  genes  to  the  patient's  airways.  This  research  will  benefit  peo- 
ple with  CF  as  well  as  those  with  other  diseases,  such  as  cancer. 

Therefore,  we  urge  your  strong  support  of  basic  biomedical  research  through  three 
key  initiatives:  we  earnestly  request  that  you  increase  your  investment  in  all  basic 
research.  It  must  flourish  to  provide  the  solid  foundation  from  which  all  complex 
diseases  can  be  understood  and  cured;  we  ask  you  to  sustain  your  current  invest- 
ment in  CF  research  grants.  You  are  giving  our  children  a  bright  future.  The  eradi- 
cation of  CF  is  fast  becoming  the  greatest  success  story  in  modern  medical  history; 
and  we  urge  you  to  provide  sufficient  funding  for  the  development  of  two  additional 
gene  therapy  centers  to  focus  on  CF.  These  centers  will  push  CF  research  across 
the  finish  line  while  simultaneously  stimulating  new  approaches  to  curing  other 
fatal  diseases,  such  as  cancer  and  hemophilia. 

Basic  research  is  the  solid  foundation  on  which  we  have  built  today's  break- 
throughs. The  advances  we  are  now  seeing  in  CF,  for  example,  are  the  result  of  in- 
vestment in  basic  research  in  the  1970's.  Tnis  investment  enabled  scientists  to  begin 
to  comprehend  the  complex  interaction  of  genes  and  chemical  processes.  Under- 
standing these  connections  has  allowed  researchers  to  identify  avenues  to  treat  and 
cure  diseases  such  as  CF.  Avenues  that  would  not  have  been  explored  years  ago 
without  your  commitment  to  the  NIH  are  now  leading  to  life-saving  treatments. 

We  implore  you  to  reaffirm  your  commitment  to  allbasic  science  research.  Todays 
decisions  to  fund  science  based  on  political  expediency  come  at  the  expense  of  basic 
research.  Last  year,  only  one  in  five  research  grants  approved  by  the  NIH  could  be 
funded.  This  is  appalling!  We  are  losing  the  potential  discoveries  possible  from  the 
remaining  four  unfunded  grants—discoveries  in  basic  science  that  could  lead  to  the 
cure  for  CF  or  a  new  drug  for  cancer. 

We  support  the  recommendation  of  the  Ad  Hoc  Group  for  Medical  Research  Fund- 
ing for  $11.6  billion  for  the  NIH.  However,  we  feel  that  even  this  investment  is  a 
paltry  sum  that  must  be  increased  to  do  justice  to  our  medical  research  potential. 
Our  nation's  think  tank  for  biomedical  research  deserves  a  greater  investment  to 
fund  many  more  meritorious  research  grants.  This  commitment  to  basic  science  will 
bring  us  the  cures  we  need  for  today's  illnesses.  Investing  in  medical  research  also 
offers  an  unparalleled  means  to  reduce  our  skyrocketing  health  care  costs  without 
compromising  our  children's  lives. 

The  potent  partnership  of  the  Congress,  the  NIH,  and  the  Cystic  Fibrosis  Founda- 
tion has  paved  the  way  for  today's  developments.  We  at  the  Foundation  will  con- 
tinue to  contribute  our  fair  share  to  support  meritorious  grants  unfunded  by  the 
NIH.  For  instance,  the  Foundation  has  funded  research  centers  at  $8  million  per 
year  for  the  last  five  years.  This  year  alone,  we  are  investing  $32  million  in  our 
medical  scientific  program.  As  a  result  of  these  private  efforts,  many  worthwhile 
projects  will  continue  to  be  explored  that  otherwise  would  have  been  lost. 

Since  we  last  spoke,  CF  research  has  turned  a  new  corner.  The  NIH  recently  ap- 
proved proposals  by  five  teams  of  prominent  scientists  to  test  gene  therapy  on 
adults  with  CF.  Researchers  plan  to  give  patients  one  dose  of  the  gene  treatment 
through  the  nose  or  lungs,  and  then  determine  whether  the  normal  protein  is  pro- 
duced in  the  airways.  The  treatment  will  contain  healthy  genes  attached  to  a  modi- 
fied cold  virus  which  will  act  as  a  taxi  escorting  the  healthy  genes  throughout  the 
CF  airways.  The  virus  then  turns  off  and  the  healthy  genes  should  function  prop- 
erly. Hopefully,  the  normal  genes  will  overpower  the  effects  of  the  defective  genes, 
directing  the  cells  to  perform  correctly.  These  landmark  studies  have  just  begun  in 
patients  at  the  NIH;  more  studies  will  begin  soon  after  Food  and  Drug  Administra- 
tion (FDA)  approval. 

Gene  therapy  presents  the  preeminent  tool  of  choice  for  CF.  To  date,  doctors  are 
limited  to  treating  only  the  symptoms  of  the  disease,  such  as  the  life-threatening 
lung  infections.  Gene  therapy  opens  wide  a  window  of  opportunity  that  must  remain 
open  to  ensure  the  future  of  our  children.  This  research  can  be  furthered  greatly 
through  the  establishment  of  additional  gene  therapy  centers  to  promote  greater  sci- 
entific collaboration  for  CF  and  other  diseases,  such  as  cancer  and  hemophilia. 
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Until  we  achieve  a  cure  for  CF,  we  must  also  support  research  into  new  pharma- 
cological therapies.  Promising  new  drugs  include  products  to  liquefy  the  thick,  in- 
fected mucus  in  the  lungs,  allowing  it  to  be  coughed  up  easily  and  making  it  less 
likely  to  breed  infections.  My  son,  Rob,  who  is  26  years  old,  joined  nearly  1000  other 
people  with  CF  this  past  year  in  a  clinical  study  to  test  one  drug,  DNase.  The  re- 
markable results  of  this  study  will  soon  be  presented  to  the  FDA  for  approval.  Thou- 
sands of  people  with  CF  are  now  participating  in  other  multi-center  clinical  trials 
to  fully  evaluate  new  drugs.  These  new  treatments  should  put  people  with  CF  into 
a  safe  "holding  pattern"  until  the  cure  is  available. 

Whatever  size  or  shape  the  cure  may  take,  it  most  likely  will  be  administered  to 
patients  as  a  drug.  Therefore,  today's  advances  in  drug  therapy  are  crucial  to  arrest- 
ing the  current  fatal  regression  of  CF.  All  incentives  to  facilitate  orphan  drug  devel- 
opment must  be  maintained  to  ensure  that  new  drugs  to  cure  CF  can  and  will  be 
pursued. 

There  is  no  reason  why  America  cannot  cure  CF  now.  A  strong  investment  in 
medical  research  is  an  investment  in  the  lives  of  our  children.  Furthermore,  there 
is  no  surer  way  of  saving  health  care  costs  than  investing  in  and  curing  today's  ill- 
nesses. With  an  annual  health  care  bill  approaching  $1  trillion,  it  is  unwise  to  con- 
tinue to  invest  merely  one  percent  of  this  cost  into  research  toward  the  ultimate  so- 
lution to  reduce  these  expenses. 

It  is  time  to  invest  in  our  country's  future.  Medical  research  should  be  our  number 
one  investment  priority — an  investment  which  will  pay  the  most  precious  divi- 
dends— our  children's  lives. 

Senator  Murray.  Thank  you. 

I  am  curious  what  funding  level  you  would  recommend  for  CF  in 
the  1994  budget. 

Mr.  Dresing.  Well,  currently  we  have  four  NIH-approved  gene 
therapy  centers  for  the  last  appropriation.  There  are  going  to  be  10 
applications  for  gene  therapy  centers. 

You  heard  earlier  about  how  exciting  gene  therapy  is  going  to  be 
not  just  for  cystic  fibrosis.  This  is  a  whole  new  mechanism  that  will 
provide  us  the  answer  for  the  5,000  genetic  diseases  that  Abbey 
Myers  mentioned  in  her  testimony.  We  are  asking  for  two  more 
centers  in  anticipation  that  there  will  be  wonderful  grant  applica- 
tions that  will  be  coming  in.  Those  will  be  funded  at  $1  million 
each,  and  we  are  asking  for  one  center  at  NIHLBI  and  one  at 
NIDDK. 

Senator  Murray.  Thank  you  very  much. 

STATEMENT  OF  WYLIE  VALE,  PRESIDENT,  THE  ENDOCRINE  SOCIETY 

Senator  Murray.  Next  is  Wylie  Vale. 

Dr.  Vale.  Thank  you,  Senator  Murray.  I  am  president  of  the  En- 
docrine Society,  and  I  am  pleased  to  testify  on  the  fiscal  year  1994 
appropriations  for  the  NIH. 

With  over  7,200  members,  the  Endocrine  Society  is  devoted  to 
the  research,  study,  and  clinical  practice  of  endocrinology.  Endo- 
crinology is  concerned  with  both  the  physiology  and  diseases  of  the 
endocrine  glands  such  as  the  pituitary,  thyroid,  adrenal,  pancreas, 
ovary,  and  testes,  but  also  witn  the  actions  of  their  blood-born  hor- 
mones on  all  other  organs.  Furthermore,  our  society  deals  with  the 
production  and  actions  of  local  hormones,  often  called  growth  fac- 
tors, that  exert  powerful  effects  on  the  growth,  development,  and 
functions  of  all  cells. 

Basic  and  clinical  endocrine  research  has  led  to  the  discovery  of 
new  hormones  and  has  unraveled  the  way  that  they  work  and  has 
determined  their  importance  in  healthy  individuals  and  in  sick  peo- 
ple. 

Diseases  frequently  strike  the  endocrine  glands  themselves,  for 
example,  causing  diabetes  when  the  pancreas  is  affected.  However, 
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because  of  the  powerful  actions  of  hormones  on  every  tissue  in  the 
body,  the  implications  of  endocrine  research  spill  over  into  many  of 
the  diseases  and  conditions. 

A  sizeable  fraction  of  cancers  in  women  and  men  are  hormone- 
dependent.  This  includes  cancers  of  the  breast,  uterus,  and  pros- 
tate. In  addition,  many  cancers  either  produce  local  hormones  or 
are  unusually  sensitive  to  them. 

Endocrinologists  are  working  to  understand  the  way  that  hor- 
mones affect  cell  growth  in  cancer  and  are  trying  to  develop  new 
means  to  block  these  effects. 

Research  on  the  hormones  of  reproduction  will  provide  improved 
means  for  the  treatment  of  infertility  and  for  fertility  control  in 
both  men  and  women.  The  proper  hormonal  therapy  is  crucial  for 
the  management  of  post-menopausal  bone  loss.  However,  research 
is  needed  to  fully  understand  and  improve  the  risk-benefit  ratios 
for  these  powerful  hormonal  therapies. 

Hormones  produced  during  stress,  while  preparing  us  to  meet  a 
physical  challenge,  play  havoc  with  our  immune  system  and  may 
contribute  to  many  of  the  diseases,  even  psychiatric  diseases  sucn 
as  mood  disorders. 

In  a  recent  discovery  report  in  the  New  England  Journal  of  Medi- 
cine and  on  the  front  page  of  the  Washington  Post,  researchers  at 
NIDDK  have  found  a  high  incidence  of  attention  deficit  hyperactiv- 
ity disorder  in  patients  with  an  inherited  thyroid  disease.  This  sug- 
gests an  organic  basis  for  at  least  one  form  of  this  disorder  that  af- 
fects up  to  4  percent  of  school-age  children. 

PREPARED  STATEMENT 

Furthermore,  this  illustrates  the  crucial  role  that  hormones  play 
in  the  development  of  the  brain  and  other  organs.  For  fiscal  year 
1994,  the  Endocrine  Society  fully  supports  the  recommendation  of 
$11.6  billion  for  the  NIH  as  a  whole.  For  the  NICHHD  we  strongly 
recommend  an  appropriation  of  $685  million.  For  the  NIDDK,  the 
society  vigorously  recommends  an  appropriation  of  $835  million. 

Americans  have  received  tremendous  benefits  from  endocrine 
and  other  NIH  research.  We  applaud  Congress  for  consistently  rec- 
ognizing this  fact  and  urge  you  to  increase  NIH  funding  commensu- 
rate with  this  Nation's  aggressive  research  agenda.  Thank  you. 

[The  statement  follows:] 

Statement  of  Wylie  Vale 

I  believe  that  the  major  diseases  of  human  beings  have  become  approachable  bio- 
logical puzzles  ultimately  solvable.  It  follows  from  this  that  it  is  now  possible  to 
begin  thinking  about  a  human  society  relatively  free  of  diseases.  This  will  surely 
have  been  an  unthinkable  notion  a  half  century  ago. — Lewis  Thomas,  M.D. 

The  Endocrine  Society  is  delighted  to  submit  testimony  for  the  fiscal  year  1994 
appropriations  for  the  National  Institutes  of  Health  (NIH).  With  over  7,200  mem- 
bers, The  Ecdocriue  Society  is  the  world's  largest  and  most  active  organization  de- 
voted to  the  research,  study,  and  clinical  practice  of  endocrinology.  Founded  in  1918, 
the  Society  has  a  distinguished  tradition  of  achievement  in  biomedical  research  in 
endocrinology.  Our  outstanding  membership  includes  Nobel  Laureates  and  many 
members  of  the  National  Academy  of  Sciences  and  Institute  of  Medicine. 

We,  at  The  Endocrine  Society,  are  acutely  aware  of  the  looming  budget  deficit  and 
the  careful  consideration  the  Congress  must  take  in  appropriating  funds  to  all  fed- 
eral programs.  However,  we  believe  there  is  no  better  federal  investment  than  bio- 
medical research  which  continues  to  generate  unparalleled  benefits  to  the  health 
and  economy  of  the  nation.  The  Society  remains  very  concerned  about  President 
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Clinton's  budget  which  proposes  funding  for  the  NIH  at  only  3.2  percent  above  fiscal 
year  1993.  This  level  falls  below  inflation  for  biomedical  research  and  does  not  in- 
crease NIH's  budget  in  real  terms. 

Endocrinology  is  concerned  both  with  the  physiology  and  diseases  of  the  endocrine 
glands  such  as  the  pituitary,  thyroid,  adrenal,  pancreas,  parathyroid,  ovary  and  tes- 
tis, but  perhaps  even  more  importantly,  with  the  actions  of  their  hormonal  products 
on  all  other  organs. 

Endocrinology  is  fundamental  to  the  basic  functioning  of  the  human  body  and  in- 
tegral to  the  practice  of  medicine  for  infants,  children,  adolescents,  and  adult  women 
and  men.  The  various  hormones,  growth  factors,  and  other  hormone-like  substances 
of  the  endorine  system  affect  nearly  every  process  in  the  body.  The  basic  knowledge 
and  the  scientific  tools  now  exist  to  ask  and  pursue  the  more  specific  questions  that 
may  unravel  the  mystery  of  many  endocrine  disorders.  Through  research  we  now 
know  that  the  endocrine  system  can  play  a  part  in  the  development  of  certain  can- 
cers, in  the  ability  to  reproduce,  whether  we  are  short  or  tall,  lean  or  obese,  in  how 
we  develop,  mature,  ana  age,  and  even  in  how  we  behave  and  cope  with  stress.  We 
know  that  research  in  the  field  of  endocrinology  holds  hope  for  the  tens  of  millions 
of  Americans  with  diabetes,  osteoporosis,  cardiovascular  disease,  cancer,  arthritis, 
infertility,  depression,  and  birth  defects,  to  name  only  a  few  of  the  diseases  and  con- 
ditions. 

The  field  of  endocrinology  encompasses  disorders  that  are  among  the  most  com- 
mon in  all  of  medicine  and  that  have  an  enormous  impact  on  human  health  and 
well-being  and  on  the  costs  of  medical  care.  This  is  true  not  only  because  of  the 
prevalence  of  endocrine  disorders,  but  also  because  endocrine  factors  play  a  uniquely 
important  role  in  the  causation,  manifestations,  and  treatment  of  diseases  that  are 
attributed  to  other  organ  systems  and  that  are  major  causes  of  death  and  disability. 

Funding  for  endocrinology  research  is  spread  throughout  several  of  the  NIH  insti- 
tutes. However,  the  majority  of  the  research  in  endocrinology  is  conducted  in  two 
Institutes;  the  National  Institute  for  Child  Health  and  Human  Development 
(NICHD)  and  the  National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases 
(NIDDK).  Yet,  it  is  important  to  note  that  support  of  NIH  as  a  whole  is  vital  since 
endocrinology  is  involved  in  every  organ  system  and  linked  to  many  diseases  and 
conditions  which  are  studied  throughout  all  the  institutes. 

Endocrine  research  in  particular  has  shown  great  promise  for  better  treatments 
for  diseases  and  a  clearer  understanding  of  the  human  body.  We  are  on  the  verge 
of  major  breakthroughs  in  the  development  of  improved  means  to  prevent  and  treat 
many  diseases  and  we  must  not  lose  momentum.  Serious  morbidity,  suffering,  and 
mortality  occur  in  individuals  with  endocrine  and  endocrine-related  disorders. 
Health  care  and  related  expenses  of  these  diseases  cost  this  nation  hundreds  of  bil- 
lions of  dollars  annually. 

There  is  a  long  list  of  research  breakthroughs  which  have  saved  this  nation  bil- 
lions of  dollars  in  creating  and  maintaining  a  healthy  citizenry  and  more  impor- 
tantly, in  saving  lives  and  promoting  a  better  quality  oi  life.  The  logic  behind  a  com- 
mitment to  increased  support  of  biomedical  research  is  well-founded.  There  are  few 
federal  investments  that  can  return  so  much  in  dividends.  Witness  the  panoply  of 
life-saving  and  life-enhancing  advances  of  modern  medicine.  This  nation  cannot  af- 
ford to  be  complacent  when  there  is  so  much  potential. 

In  the  area  of  infant  health,  NICHD  discoveries  have  completely  changed  our 
thinking  about  the  treatment  of  a  variety  of  confounding  childhood  diseases  and 
conditions.  Exciting  discoveries  in  the  basic  sciences  accompanying  the  genetic  revo- 
lution have  opened  doors  to  possibilities  only  dimly  glimpsed  by  scientists  decades 
ago.  Applications  of  discoveries  in  basic  reproductive  biology  have  come  in  many 
areas  and  have  laid  the  foundation  for  modern  reproductive  endocrinology.  We  can 
thank  the  NICHD  for  home  pregnancy  tests  and  related  tests  which  identify  ectopic 
pregnancies  and  a  deadly  malignant  tumor  of  the  placenta,  both  of  which  are  suc- 
cessfully treated  if  found  early.  We  have  made  outstanding  advancements,  but  with 
over  2.3  million  American  couples  unable  to  have  children,  continued  research  on 
infertility  is  essential.  Equally  important,  further  research  on  contraception  and  fer- 
tility will  allow  Americans  to  make  better  informed  choices  on  childbearing.  NICHD 
studies  have  provided  considerable  data  on  the  safety  and  efficacy  of  various  means 
of  contraception.  Other  examples  of  outstanding  NICHD  successes  include  preg- 
nancy studies  which  have  demonstrated  that  early  rigid  control  of  blood  glucose  sig- 
nificantly reduces  diabetic  stillbirths  and  congenital  anomalies.  In  one  of  the  most 
recent  examples  of  success,  hormone  treatment  of  pregnant  women  in  premature 
labor  has  reduced  the  prevalence  of  respiratory  distress  syndrome  in  pre-term  new- 
born infants.  At  the  other  end  of  the  spectrum  of  human  development,  NICHD  re- 
search is  currently  evaluating  the  impact  of  endocrine  therapies  on  the  quality  of 
life  in  premenopausal  women. 
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At  the  NIDDK,  research  continues  in  a  number  of  critical  areas.  In  an  exciting 
discovery  which  just  recently  hit  the  front  page  of  the  Washington  Post,  researchers 
at  NIDDK  have  found  a  strong  association  between  an  inherited  thyroid  disease  and 
childhood  hyperactivity,  a  condition  which  affects  4  percent  of  the  school-age  popu- 
lation. This  is  a  particularly  exciting  discovery  since  this  condition,  named  attention 
deficit-hyperactivity  disorder  (ADHD),  has  been  a  subject  of  medical  speculation  for 
years — implying  that  children  with  ADHD  suffer  as  a  result  of  poor  parenting  or 
other  environmental  factors.  The  study's  findings  not  only  will  lead  to  better  treat- 
ment for  children  with  this  condition  but  will  further  exploration  by  examining  less 
obvious  links  between  hormones  and  neurotransmitters  and  ADHD  and  other  simi- 
lar conditions. 

In  other  areas,  NIDDK  research  has  focused  on  the  importance  of  insulin  action 
in  non-insulin-dependent  diabetes  mellitus.  Advances  in  this  area  have  given  new 
direction  to  the  search  for  the  cause(s)  of  this  type  of  diabetes.  Due  to  improved 
methods  of  treatment  and  better  management,  patients  live  longer  with  diabetes. 
Unfortunately,  these  patients  often  fall  prey  to  the  devastating  long-term  complica- 
tions of  this  disease,  which  include  blindness,  kidney  failure,  and  nerve  damage.  Re- 
cent research  has  led  us  to  a  greater  understanding  of  these  complications  and  to 
finding  improved  treatments  and  better  mechanisms  to  manage  the  disease. 

In  other  equally  important  research  arenas,  NIDDK  is  examining  obesity — which 
is  a  major  risk  factor  for  diabetes,  cardiovascular  disease,  and  stroke.  It  is  also  im- 

{>licated  in  certain  forms  of  cancer  and  may  contribute  to  osteoporosis  when  bone 
oss  occurs  as  a  result  of  repeated  dieting.  Approximately  one-quarter  to  one-third 
of  adults  in  the  United  States  are  classified  as  overweight.  The  overall  study  of  obe- 
sity and  metabolism  is  particularly  significant  because  of  the  importance  of  obesity 
as  a  risk  factor  for  many  diseases. 

Another  area  of  vital  research  at  NIDDK  is  the  study  of  osteoporosis,  a  disease 
that  disproportionately  affects  women  and  is  a  major  contributor  to  1.3  million  bone 
fractures  annually.  The  disease  affects  one-third  to  one-half  of  all  postmenopausal 
women  and  nearly  half  of  all  people  over  age  75.  The  direct  medical  costs  of 
osteoporosis  in  the  U.S.  reached  an  estimated  $10  billion  in  1988,  excluding  the 
costs  of  family  care  and  lost  productivity  for  care  givers.  Recently  NIDDK-supported 
investigators  made  a  critical  discovery  in  how  hormones  regulate  bone  formation. 
Such  knowledge  is  crucial  to  understanding  the  events  leading  up  to  the  weakened 
state  of  bone  that  accompanies  the  diagnosis  of  osteoporosis  and  how  such  condi- 
tions can  be  optimally  treated.  The  Institute  is  also  participating  in  the  NIH-wide 
Women's  Health  Initiative  which  will  examine  issues  related  to  the  use  of  estrogen 
as  well  as  calcium  and  vitamin  D  in  the  prevention  of  osteoporosis. 

NIDDK  also  supports  research  on  endocrine  aspects  of  cancer.  Specific  emphasis 
is  being  placed  on  understanding  the  basic  underlying  effects  of  systemic  hormones 
and  growth  factors  on  the  development  of  tumors  of  breast  and  prostate.  Great  po- 
tential exists  for  endocrine-based  diagnostics  and  therapeutics  in  the  recognition 
and  treatment  of  these  diseases.  In  cancer  research,  the  discovery  of  the  endocrine 
basis  for  breast  and  prostate  cancer  has  led  to  useful  treatments  for  metastatic  dis- 
ease, prevention  of  cancer  recurrence,  and  perhaps  even  prevention  of  the  disease 
itself. 

The  regulatory  role  of  endocrine  factors  in  the  function  of  other  organ  systems  has 
permitted  endocrinology  to  play  a  major  role  in  diagnostics  and  pharmacothera- 

F>eutics.  Elucidation  of  the  receptors  and  pathways  of  action  for  hormones  has  revo- 
utionized  medical  tests  and  choice  of  therapies  for  breast,  uterus,  and  prostate  can- 
cers. It  has  allowed  pharmaceutical  development  of  new  hormones  and 
antihormones  for  treatment  of  breast  cancer,  blood  cancers,  osteoporosis,  depression, 
schizophrenia,  and  control  of  fertility. 

Whether  it  is  NICHD  research,  NIDDK  research,  or  research  at  any  NIH  insti- 
tute, progress  is  being  made  in  identifying  the  mechanisms  of  disease  and  in  im- 
E roved  treatment  options.  We  are  being  led  to  greater  understanding  of  the  human 
ody,  how  it  works,  and  how  we  can  treat  disease,  and  keep  ourselves  healthy. 
Americans  should  be  proud  of  the  great  advancements  this  country  has  made  in 
helping  to  preserve  and  promote  a  healthy  citizenry.  But  there  is  so  much  more  to 
be  done  and  research  dollars  are  needed. 

Supporters  of  the  status  quo  argue  that  over  the  past  decade  the  NIH  budget  has 
experienced  substantial  growth  particularly  in  comparison  with  other  parts  of  the 
domestic  budget.  We  applaud  such  growth;  however,  it  is  insufficient  to  meet  the 
true  research  opportunities  before  the  NIH.  Surprisingly,  funding  for  both  the 
NICHD  and  NIDDK  has  been  below  the  average  NIH  increase  in  recent  years. 

The  United  States  has  been  the  leader  in  biomedical  research  because  of  the 
strong  cooperation  between  the  government,  academic,  and  private  sectors.  The  eco- 
nomically crucial  biotechnology  industry  is  highly  dependent  upon  NIH-funded  ad- 
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vances,  particularly  those  from  the  field  of  endocrinology.  Many  biotechnology  prod- 
ucts are,  in  fact,  hormones  or  endocrine-related  proteins  discovered  in  NlH-sup- 
ported  academic  laboratories.  Some  examples  of  such  hormones  are  growth  hor- 
mone, insulin,  tissue  growth  factors,  erythropoietin  to  treat  anemia,  among  many 
others.  Resources  funneled  into  the  research  infrastructure  which  includes  pro- 
grammatic support,  capital  expenditures,  and  training  will  ensure  our  continued  na- 
tional productivity  and  competitiveness  in  this  vital  area  well  into  the  21st  century. 

Unfortunately,  federal  budget  constraints  have  resulted  in  deplorably  low  rates  of 
funding  of  research  grants.  There  has  been  a  decline  in  the  percentage  of  new 
grants  being  funded;  in  fact,  more  than  three  out  of  four  meritorious  grants  go  un- 
supported. Furthermore,  the  earmarking  of  funds  for  targeted  (and  often  short-term 
projects)  has  forced  a  diversion  of  money  from  longer-term  basic  and  clinical  re- 
search where  the  most  significant  advances  are  likely  to  occur.  These  trends  coupled 
with  the  draconian  administrative  cuts  in  ongoing  grants  and  the  escalating  de- 
mands for  documentation  by  federal  and  state  regulatory  agencies  have  led  to  a  cri- 
sis that  is  eroding  our  productivity  and  efficiency  and  which  threatens  our  world 
leadership  position  in  biomedical  research. 

The  Society  is  aware  of  the  pressing  economic  factors  this  nation  faces  and  the 
tough  choices  that  must  be  made.  However,  during  recent  years  the  overall  funding 
levels  supporting  research  in  endocrinology  have  not  only  been  insufficient  to  main- 
tain the  optimum  rate  of  progress  that  could  otherwise  have  been  achieved,  but  also 
have  begun  to  create  serious  inefficiencies  and  encumbrances  in  the  utilization  of 
those  funds  that  have  been  available.  We  believe  allocation  of  funds  on  the  basis 
of  scientific  excellence,  rather  than  programmatic  theme,  should  be  continued  and 
strengthened.  Increased  allocations  should  be  directed  mainly  to  the  support  of  indi- 
vidual investigator-initiated  research  grants,  the  area  in  which  the  most  urgent  and 
immediate  need  is  perceived  to  exist. 

In  a  very  real  sense,  the  ultimate  resource  upon  which  progress  in  research  de- 
pends is  the  human  resource.  No  matter  how  ample  they  may  be,  technical,  techno- 
logical, and  fiscal  resources  can  only  support  not  supplant  the  intellectual  benchside 
and  bedside  activities  of  talented  well-trained  investigators  pursuing  their  interests 
in  an  atmosphere  of  free  inquiry.  Continuing  progress  in  endocrine  research  re- 
quires a  combined  influx  of  such  individuals  into  tine  research  community  to  com- 
pensate for  the  attrition  that  inevitably  occurs  and  the  increased  demand  for  re- 
search. Studies  indicate  that  American  students  are  increasingly  less  likely  to 
choose  careers  in  research.  The  training  process  is  long  and  involves  years  of  formal 
coursework  and  an  extended,  highly  specialized  apprenticeship  period.  Students 
making  this  remarkable  personal  investment  are  motivated  by  the  thrill  of  explo- 
ration and  discovery  and  the  hope  of  helping  humankind  and  have  been  willing  to 
accept  the  risks  imposed  by  the  intrinsically  difficult  nature  of  their  task.  Recently, 
however,  the  amount  of  time  that  must  be  dedicated  to  seeking  financial  support 
and  the  diminishing  certainty  of  receiving  funding  have  severely  wounded  the  mo- 
rale of  investigators  at  all  levels  and  have  discouraged  young  Americans  from  enter- 
ing this  highly  competitive  and  insecure  profession.  We  must  restore  morale  and 
guarantee  that  a  steady  pipeline  of  individuals  will  be  trained  to  conduct  research 
in  our  government,  academic,  and  industrial  laboratories. 

Another  area  that  threatens  to  jeopardize  our  advancements  in  biomedical  re- 
search is  the  continued  attack  on  the  use  of  animals  in  research.  Animal  models  are 
absolutely  essential  to  research.  For  instance,  the  life-saving  treatment  of  insulin 
for  diabetes  was  discovered  through  research  with  dogs.  Without  the  use  of  animals, 
few  treatments  could  ever  be  realized  and  brought  to  the  bedside.  Congress  must 
advocate  for  the  responsible  and  appropriate  use  of  animals  in  research. 

The  Endocrine  Society  fully  supports  the  recommendation  of  $11.6  billion  for  the 
NIH  as  a  whole  made  by  the  Ad  Hoc  Group  for  Medical  Research  Funding.  The 
Group  represents  a  diverse  coalition  of  more  than  160  medical  and  scientific  soci- 
eties, voluntary  health  groups,  and  academic  and  research  organizations  dedicated 
to  the  future  of  biomedical  and  behavioral  research. 

For  the  NICHD,  we  vigorously  recommend  a  fiscal  year  1994  appropriation  of 
$684,977  million.  This  recommendation  would  support  a  total  of  1,620  research 
project  grants,  an  increase  of  231  awards  over  the  fiscal  year  1993  appropriation. 
At  this  level,  628  competing  grants  would  be  awarded  to  achieve  a  success  rate  of 
40  percent.  This  compares  to  358  competing  grants  at  a  success  rate  of  24  percent 
in  fiscal  year  1993.  Virtually  all  of  the  Institute's  research  programs  would  be  ex- 

Eanded  with  emphasis  on  investigations  in  premature  labor,  prevention  of  low 
irthweight,  prevention  of  congenital  abnormalities,  care  of  the  premature  infant, 
infertility  and  gynecologic  disorders,  medical  rehabilitation,  and  adolescent  develop- 
ment. The  five  centers  programs  in  Contraceptive  Development  and  Infertility 
would  increase  to  $9.1  million,  a  $2.8  million  increase  over  fiscal  year  1993.  This 
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recommendation  would  also  provide  $25,270  million  to  support  approximately  850 
research  trainees  with  an  increase  in  stipends,  the  first  increase  since  fiscal  year 
1991. 

For  the  NIDDK,  the  Society  vigorously  recommends  an  appropriation  of  $835  mil- 
lion. This  recommendation  would  support  a  total  of  2,354  research  project  grants, 
an  increase  of  566  awards  over  fiscal  year  1993  appropriation.  At  this  level,  735 
competing  grants  would  be  awarded  to  achieve  a  success  rate  of  40  percent.  This 
compares  to  443  competing  grants  at  a  success  rate  of  21  percent  in  fiscal  year  1993. 

In  conclusion,  scientific  progress  in  the  field  of  endocrinology  has  never  been  so 
impressive  and  compelling.  There  is  ample  evidence  that  all  Americans  have  re- 
ceived tremendous  benefits  from  NIH  research.  We  applaud  the  Congress  for  con- 
sistently recognizing  this  fact  and  urge  you  to  increase  NIH  funding  commensurate 
with  the  nation's  aggressive  research  agenda. 

Senator  Murray.  Thank  you.  What  are  some  of  the  research 
projects  that  will  not  be  funded  as  a  result  of  this  budget? 

Dr.  Vale.  I  think  a  lot  of  the  projects  that  involve  new  growth 
factors,  new  oncogenes  that  are  involved  in  endocrine  and  other 
cancers,  falls  on  the  borderline  as  many  other  projects  dealing  with 
womens  health  issues. 

I  am  also  on  the  NIDDK  Council,  and  the  funding  level  of  12  per- 
cent is  very  demoralizing  to  everyone  on  the  council,  and  I  am  sure 
for  the  people  that  are  receiving  these  new  grants. 

Senator  Murray.  Thank  you,  and  thank  you  to  all  of  the  mem- 
bers of  this  panel. 

STATEMENT  OF  RICHARD  SWEENEY,  NATIONAL  ALOPECIA  AREATA 
FOUNDATION  [NAAF] 

Senator  Murray.  Our  final  panel  today  will  be  Richard  Sweeney, 
LaDonna  Williams,  Barbara  Butler,  and  Maureen  Drummy. 

We  will  begin  with  Richard  Sweeney. 

Mr.  Sweeney.  Senator  Murray  and  members  of  the  Senate  Sub- 
committee on  Appropriations  for  the  Departments  of  Labor,  Health 
and  Human  Services,  and  Education,  I  am  Richard  Sweeney.  I  am 
15  years  old  and  I  have  alopecia  areata. 

I  am  presenting  this  testimony  on  behalf  of  the  National  Alopecia 
Areata  Foundation  to  talk  about  the  need  for  general  funding  in- 
creases for  the  National  Institute  for  Arthritis,  Musculoskeletal 
and  Skin  Diseases,  in  an  effort  to  aid  those  who  are  suffering  from 
alopecia  areata. 

Alopecia  areata  is  definitely  not  life  threatening,  but  certainly 
life  altering.  For  me,  I  lost  my  hair  when  I  was  in  fifth  grade  and 
I  remember  when  I  had  woken  up  in  the  morning  and  I  had  seen 
clumps  of  hair  on  my  pillow.  And  then  I  would  go  to  school  that 
day  and  the  kids  would  make  fun  of  me  just  because  I  was  dif- 
ferent than  them.  And  then  I  would  come  home  and  tell  my  mom 
about  what  had  happened  and  she  would  go  to  bed  at  night  crying 
thinking  that  it  was  something  that  she  had  done,  sometimes  my 
brothers  and  sisters  too. 

Alopecia  areata  is  definitely  a  social  problem  for  teenagers.  I 
know  how  hard  it  is  for  me  to  go  through  what  I  am  going  through 
right  now,  and  I  cannot  bear  to  imagine  how  hard  it  would  be  for 
a  teenage  girl  to  go  through  the  same  thing  I  am  going  through. 

Alopecia  areata  is  very  hard  on  the  person  who  has  it  and  the 
people  who  love  them.  For  example,  I  have  a  friend  who  lost  his 
hair  4  months  ago  and  tried  to  commit  suicide  because  he  could  not 
take  it  anymore.  It  just  goes  to  show  what  alopecia  can  do  to  some- 
body's life. 
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PREPARED  STATEMENT 

We  respectfully  submit  to  the  committee  a  request  that  funding 
for  NIAMS  be  increased  by  $50  million.  Over  2Y2  million  Ameri- 
cans with  alopecia  areata,  many  of  them  children,  are  depending 
on  us.  Together  we  can  find  a  cure  for  alopecia  areata.  Please  con- 
tinue to  help  us  build  on  the  gains  that  you  and  others  have  pro- 
vided for  in  research  activities. 

Thank  you  very  much  for  your  time  and  interest. 

[The  statement  follows:] 

Statement  of  Richard  Sweeney 

Mr.  Chairman  and  members  of  the  Senate  Subcommittee  on  Appropriations  for 
the  Departments  of  Labor,  Health  and  Human  Services,  and  Education,  I  am  Rich- 
ard Sweeney.  I  am  presenting  this  testimony  on  behalf  of  the  National  Alopecia 
Areata  Foundation  (NAAF)  to  update  you  on  some  significant  progress  being  made 
in  this  field,  and  to  talk  about  the  need  for  general  funding  increases  for  the  Na- 
tional Institute  for  Arthritis,  Musculoskeletal  and  Skin  Diseases  (NIAMS)  in  an  ef- 
fort to  aid  those  who  are  suffering  from  alopecia  areata. 

Alopecia  areata  is  a  disease  of  the  hair  follicle  which  causes  sudden  hair  loss 
ranging  from  patches  the  size  of  a  quarter  to  the  loss  of  every  hair  on  the  body, 
including  eyelashes  and  eyebrows.  Alopecia  areata  strikes  at  every  ethnic  group  and 
age,  but  most  often  strikes  children  between  the  ages  of  five  and  nine.  Although  not 
life-threatening,  the  disease  is  certainly  life-altering,  and  its  sudden  onset,  recurrent 
episodes,  and  unpredictable  course  disrupt  the  lives  of  all  involved.  Alopecia  areata 
will  strike  about  one  percent  of  us  by  age  50.  There  is  no  known  cure. 

Impact  of  alopecia  areata 

Alopecia  areata  is  more  than  simply  a  cosmetic  problem.  It  impacts  all  areas  of 
your  life,  including  your  sense  of  self-worth,  family  and  social  life,  and  choice  of  ca- 
reer. Physically,  your  eyes  are  no  longer  protected  from  dust  and  dirt,  your  head 
isn't  insulated  from  cola  and  heat,  and  your  arms  and  legs  no  longer  move  without 
the  pain  of  friction.  The  psychological  pain  is  even  greater,  as  the  loss  of  hair  can 
contribute  to  depression,  poor  self-confidence,  and  a  general  sense  of  vulnerability 
and  isolation. 

Those  of  us  with  alopecia  areata  want  you  to  understand  a  little  of  how  this  feels. 
Parents  of  children  with  alopecia  areata  want  you  to  know  that  classmates  make 
fun  of  their  loved  ones.  They  want  you  to  know  that  their  children  are  being  ex- 
pelled from  school  for  wearing  a  hat — their  only  scant  refuge  from  ridicule.  And  that 
misinformed  school  officials  are  sidetracking  them  into  special  education  classes  or 
abandoning  them  in  "behavior"  groups.  Siblings  want  you  to  know  that  neighbor- 
hood kids  won't  play  with  them  because  their  Brother  or  sister  has  no  hair.  Above 
all,  anyone  who  must  live  with  alopecia  areata  wants  you  to  know  that  people  who 
should  know  better  fear  the  disease  and  shun  those  who  have  it  simply  because  they 
are  different. 

Because  so  little  is  known  about  the  cause  of  alopecia  areata,  treatments  are 
mostly  ineffective  or  simply  cosmetic.  Compounding  our  lack  of  knowledge  is  the  fact 
that  many  insurance  companies  do  not  cover  the  cost  for  individuals  seeking  diag- 
nostic procedures  or  treatments. 

NAAF 

The  National  Alopecia  Areata  Foundation  (NAAF)  was  born  in  response  to  this 
pain  and  confusion,  and  is  the  largest  private  funding  agency  in  the  world  support- 
ing research  on  alopecia  areata.  In  the  decade  since  its  inception,  the  Foundation 
has  been  able  to  fund  and  promote  research,  create  a  network  of  support  groups, 
and  make  major  strides  in  educating  both  the  medical  profession  and  the  general 

fmblic.  It  has  accomplished  this  through  the  unflagging  energy  and  support  of  its 
eadership  and  its  courageous  members. 

In  the  past  three  years,  the  NAAF  has  raised  over  a  half-million  dollars  for  re- 
search and  has  awarded  grants  to  qualified  investigators  at  university  centers  in  the 
United  States,  Canada,  and  Europe.  The  Foundation's  research  awards  are  given  on 
a  competitive  basis  after  the  proposals  have  been  reviewed  by  a  medical  advisory 
board  on  medical  and  technical  grounds. 

The  NAAF  has  more  than  50  support  groups  around  the  country  providing  medi- 
cal, research,  cosmetic,  and  insurance  information  as  well  as  companionship  and  re- 
assurance. At  any  one  time,  approximately  2,400  people  participate  in  NAAF-spon- 
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sored  support  groups.  The  Foundation  also  produces  a  newsletter  six  times  a  year 
and  conducts  a  conference  to  communicate  the  work  that  is  being  done  and  to  pro- 
vide accurate  information  on  so-called  cures  and  remedies,  and  to  help  bring  people 
together. 

The  Foundation  also  works  tirelessly  to  inform  government  officials  in  an  effort 
to  win  federal  funding  for  alopecia  areata  research.  The  most  significant  result  of 
this  effort  was  the  first-ever  research  workshop  co-sponsored  in  1990  with  the  Na- 
tional Institute  of  Arthritis  and  Musculoskeletal  and  Skin  Diseases  (NIAMS),  an  in- 
stitute of  the  National  Institutes  of  Health  (NIH). 

Role  of  NIAMS 

The  October,  1990  Research  Workshop  on  alopecia  areata  brought  together  ex- 
perts from  around  the  world  to  summarize  our  current  knowledge  and  focus  on  spe- 
cific questions  that  need  to  be  answered  in  order  to  understand  what  the  malfunc- 
tion is  in  the  disease.  The  papers  presented  and  the  interactions  between  the  clini- 
cians and  researchers  have  set  the  stage  for  a  breakthrough — but  the  symposia  was 
only  the  first  step  in  a  critical  partnership.  Although  NAAF  is  the  largest  private 
donor  in  the  field  of  alopecia  areata  research,  we  cannot  find  a  cure  without  NIAMS. 
The  leadership  of  NIAMS  is  critical  to  the  success  of  efforts  to  find  a  cure  for  alope- 
cia areata  for  several  reasons: 

1.  When  NIAMS  funds  research  in  a  given  area,  researchers  see  it  as  a  priority 
and  invest  their  time  and  talents.  This  investment  of  thought  is  critical  to  model- 
building,  and  research  without  it  will  be  piecemeal  and  unconnected. 

2.  With  the  support  of  NIAMS,  researchers  studying  other  diseases  are  more  like- 
ly to  be  aware  of  the  importance  of  alopecia  areata,  and  reanalyze  their  work  for 
any  relevant  applications.  Breakthroughs  on  one  condition  are  often  due  to  research 
conducted  for  another;  but  it  is  not  a  matter  of  simple  luck.  In  order  for  this  to  hap- 
pen for  alopecia  areata,  researchers  must  be  aware  of  its  existence  and  impact. 

3.  The  support  of  NIAMS  enables  more  researchers  to  enter  into  a  series  of  stud- 
ies that  can  build  towards  finding  a  cause  and  cure  for  alopecia  areata. 

The  Foundation  believes  that  NIAMS  could  do  more,  if  more  resources  were  avail- 
able. We  are  concerned  with  the  long-term  trend  of  under-funding  NIAMS.  It  has 
the  lowest  pay  line  of  any  of  the  institutes  in  the  NIH,  and  thus  it  must  turn  away 
many  research  grants  which  are  deserving  of  support.  Increasing  the  authorization 
and  improving  the  pay  line  would  indicate  that  this  Institute  is  a  priority,  and 
would  allow  more  research  to  be  done  in  critical  areas  of  NIAMS  research  like  alo- 
pecia areata. 

We  hope  that  NIAMS  will  continue  their  progress  towards  funding  research  in  al- 
opecia areata:  the  call  for  research  has  been  made,  and  we  hope  grants  will  be  fund- 
ed. We  would  ask  that  this  committee  continue  to  support  NIAMS  and  thus  enable 
it  to  fund  critical  research  for  alopecia  areata  and  other  little-known  diseases. 

Unresolved  issues  in  alopecia  areata 

It  is  still  not  clear  whether  alopecia  areata  is  an  autoimmune  disease  or  an 
immunemediated  disease.  Research  has  shown  that  the  immune  system  is  involved, 
that  the  disease  responds  to  a  variety  of  immunomodulating  treatments,  that  those 
with  alopecia  areata  may  have  a  higher  incidence  of  circulating  antibodies  against 
other  body  organs  or  tissues,  and  that  family  members  have  a  higher  incidence  of 
autoimmune  disease. 

So  far  no  one  has  successfully  shown  antibodies  directed  against  any  specific  con- 
stituent of  the  hair  follicle.  Currently  the  Foundation  is  supporting  research  in  Den- 
ver, New  York,  San  Francisco,  and  Copenhagen  where  the  investigators  are  looking 
into  possible  target  sites. 

The  Foundation  has  also  funded  work  focusing  on  the  hair  bulge;  this  research 
in  New  York  and  Philadelphia  has  now  been  awarded  a  NIAMS  grant  and  will  con- 
tinue to  evaluate  the  role  of  the  hair  bulge  in  the  control  of  the  hair  follicle  cycle. 

Recommendations  and  conclusion 

We  respectfully  submit  to  the  Committee  a  request  that  funding  for  NIAMS  be 
increased  by  $50  million. 

Over  two  and  one  half  million  Americans  with  alopecia  areata,  many  of  them  chil- 
dren, are  depending  on  us.  Together  we  can  find  a  cure  for  alopecia  areata.  Please 
continue  to  help  us  build  on  the  gains  that  you  and  others  have  provided  for  in  re- 
search activities. 

Thank  you  for  your  time  and  interest. 

Senator  Murray.  Well,  thank  you  for  taking  the  time  to  testify. 
What  treatment  do  you  receive  right  now? 
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Mr.  Sweeney.  I  do  not  take  any  treatment.  I  just  keep  myself  the 
way  I  am. 

Senator  Murray.  Are  you  familiar  with  any  of  the  research  that 
is  being  conducted  right  now? 

Mr.  Sweeney.  No;  not  really. 

Senator  Murray.  I  was  just  curious.  Thank  you. 

STATEMENT    OF    LaDONNA    WILLIAMS,    ECZEMA    ASSOCIATION    FOR 
SCIENCE  AND  EDUCATION 

Senator  MURRAY.  LaDonna  Williams. 

Ms.  Williams.  Thank  you  for  the  opportunity  to  offer  my  per- 
sonal testimony  today.  In  the  past  I  have  spoken  to  you  on  behalf 
of  Eczema  Association  because  I  am  involved  with  my  two  children 
who  suffer  from  full-body  eczema. 

Eczema  is  a  red,  rashy,  and  a  very  itchy  skin  disease.  My  chil- 
dren suffer  physically  and  emotionally,  and  I  have  referred  to  ec- 
zema as  a  socially  terminal  disease  due  to  its  unsightly  appearance 
and  its  uncontrollable  scratching  demanded  by  constant  itch.  This 
disease  affects  15  million  Americans,  some  with  red,  rashy,  irri- 
tated, patchy  areas,  others  with  full-body  eczema. 

I  will  not  be  talking  about  my  own  children  today.  Instead,  an 
incident  that  did  not  affect  me  directly  but  it  touched  my  heart  for 
many  personal  reasons.  I  met  a  young  woman  whose  precious  little 
2-year-old  girl  was  covered  with  full-body  eczema.  The  mother,  not 
being  aware  of  my  experience  with  the  disease,  was  very  distraught 
and  seemed  embarrassed  for  her  daughter. 

She  said:  "My  daughter  can't  help  it,"  as  the  little  girl  was 
scratching  and  digging  at  her  skin.  She  then  looked  at  her  daugh- 
ter and  said:  "Mommy  loves  you,  come  give  Mommy  loves."  My 
heart  sank  and  I  almost  broke  down  in  tears  when  I  saw  this  sweet 
little  toddler  run  over  to  her  mother  and  start  scratching  her  moth- 
er's back  and  start  scratching  her  mother's  arm.  Love,  to  this  child, 
was  somebody  scratching  the  itch. 

A  child's  love  is  something  we  can  all  relate  to  in  one  way  or  an- 
other. It  is  these  children,  as  well  as  the  adults  they  grow  to  be- 
come, who  need  you  to  heal  their  skin,  who  need  you  to  help  them 
scratch  their  itch  through  research  funding. 

As  a  speaker  for  the  Eczema  Association,  I  ask  you  to  consider 
these  facts:  Skin  is  the  largest  organ  of  the  body.  It  plays  a  much 
greater  role  in  the  function  of  the  entire  body  than  one  would  imag- 
ine. Skin  disease  can  affect  the  very  young  to  the  very  very  old.  It 
is  socially,  physically,  emotionally,  and  very,  very  financially  and 
personally  disabling. 

PREPARED  STATEMENT 

With  this  in  mind,  I  urge  you  to  appropriate  additional  funding 
for  NIAMS.  It  would  ease  the  suffering  of  millions  of  people  who 
suffer  from  all  types  of  skin  disease. 

Thank  you. 

[The  statement  follows:] 

Statement  of  LaDonna  Williams 

Thank  you,  Senator  Harlcin  and  Subcommittee  Members,  for  the  opportunity  to 
offer  my  personal  testimony.  Personal  is  my  key  word  today.  I  am  aware  that  every- 
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one's  personal  feelings  and  demands  are  different.  I  know  that  what  concerns  me 
may  not  concern  you;  our  personal  needs  vary. 

In  the  past  I  have  spoken  to  you  on  behalf  of  the  Eczema  Association  regarding 
my  concerns  for  increased  NIAMS  funding,  because  I  am  personally  involved  with 
my  two  children,  who  suffer  from  full-body  eczema.  Eczema  is  a  red,  rashy,  and  very 
itchy  skin  disease.  This  hurts  me  personally,  because  my  children  suffer  physically 
and  emotionally.  I  have  referred  to  eczema  as  a  disease  that  is  not  physically  fatal, 
but  it  is  definitely  fatal  socially  due  to  its  unsightly  appearance  and  the  uncontrol- 
lable scratching  demanded  by  the  constant  itch.  This  disease  affects  15  million 
Americans,  some  with  red,  irritated,  patchy  areas,  others  with  full  body  eczema. 

However,  I  will  not  be  talking  about  my  own  children  today.  I  would  like  to  tell 
you  about  a  situation  that  I  experienced  during  my  son's  last  hospitalization  for  ec- 
zema. This  incident  did  not  affect  me  directly,  but  it  touched  my  heart  for  many 
personal  reasons. 

I  had  the  opportunity  to  meet  a  young  mother  whose  precious  little  two-year-old 
girl  was  covered  in  eczema.  The  mother  (who  was  not  aware  of  my  experience  with 
this  disease)  was  very  distraught  and  seemed  embarrassed  for  her  daughter.  She 
said  "My  daughter  can't  help  it' .  She  then  looked  at  her  daughter  and  said  "Mommy 
loves  you,  come  give  Mommy  loves".  My  heart  sank  and  it  was  all  I  could  do  not 
to  break  down  in  tears  when  I  saw  this  sweet  toddler  go  to  her  mother  and  start 
scratching  the  mother's  arm  and  back;  love,  to  this  child,  was  someone  scratching 
an  itch. 

A  child's  love  is  something  we  can  all  relate  to  personally  in  one  way  or  another. 
It  is  these  children,  as  well  as  the  adults  they  grow  to  become,  who  need  you  to 
scratch  their  itch  with  research  funding.  As  a  representative  of  the  Skin  Disease  Re- 
search Coalition  and  a  speaker  for  the  members  of  the  Eczema  Association,  I  ask 
you  to  please  consider  these  facts:  Skin  is  the  largest  organ  of  the  body.  It  plays 
a  much  greater  role  in  the  function  of  the  entire  body  than  one  would  imagine.  Skin 
diseases  affect  the  very  young  to  the  very  old — socially,  physically,  emotionally,  fi- 
nancially, and  very,  very  personally. 

With  this  in  mind,  I  urge  you  to  appropriate  an  additional  $50,000,000  over  the 
fiscal  year  1993  budget  allotted  for  NIAMS.  It  will  not  be  wasted  and  it  would  ease 
a  lot  of  suffering  for  a  large  percentage  of  the  population  of  this  country  who  suffer 
from  all  types  of  skin  diseases. 

Thank  you  again  for  your  time. 

Senator  Murray.  Do  you  know  what  is  being  done  right  now 
with  the  $507,000  that  NIAMS  is  spending  this  fiscal  year?  Are 
you  aware  of  any  of  the  research? 

Ms.  Williams.  I  will  be  after  this  week  because  they  are  having 
their  investigative  meetings  all  week,  and  I  will  be  back  in  Wash- 
ington on  the  weekend  to  find  out  the  latest. 

Senator  Murray.  OK.  Thank  you  very  much. 

STATEMENT  OF  BARBARA  BUTLER,  LUPUS  FOUNDATION  OF  AMERICA 

Senator  Murray.  Our  next  witness  is  Barbara  Butler. 

Ms.  Butler.  Good  afternoon.  My  name  is  Barbara  Butler  and  I 
was  diagnosed  with  systemic  lupus  27  years  ago.  Lupus,  as  you 
may  know,  is  a  chronic,  potentially  life-threatening  illness,  that 
primarily  affects  women  in  their  child-bearing  years.  Lupus  is  also 
three  times  more  common  in  women  of  color. 

When  deciding  what  I  wanted  most  to  share  with  you  today, 
many  things  popped  into  my  mind:  Dollars  needed  for  continued 
and  expanded  research,  dollars  needed  because  research  is,  indeed, 
cost  effective,  as  well  as  the  societal  and  humanitarian  benefits  of 
research.  All  of  them  seemed  so  very  important,  but  they  did  not 
address  what  I  really  wanted  to  convey. 

What  I  wish  to  say  most  to  you  today  is  thank  you.  Due  to  your 
past  support  of  the  National  Institutes  of  Health,  I  am  alive  today, 
no  doubt  about  it.  With  your  continued  support  of  the  NIH  in  gen- 
eral and  the  National  Institute  of  Arthritis,  Musculoskeletal  and 
Skin  Diseases  in  particular,  I  have  benefited  from  better  treatment 
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modalities.  And  although  disabled,  I  have  a  quality  of  life  my  phy- 
sicians never  would  have  dreamed  possible. 

PREPARED  STATEMENT 

But  there  is  still  much  to  learn,  so  for  the  sake  of  all  the  young 
women  who  will  be  diagnosed  with  lupus,  I  ask  for  your  continued 
commitment  to  NIAMS.  But  most  of  all,  again,  may  I  take  this  op- 
portunity to  thank  you  for  what  you  have  given  to  me.  You  have 
given  me  my  life. 

[The  statement  follows:] 

Statement  of  Barbara  Butler 

The  Lupus  Foundation  of  America,  Inc.  (LFA),  a  national  voluntary  health  agency, 
with  more  than  100  affiliate  chapters  across  the  country,  represents  people  with 
Lupus,  their  families,  friends,  and  concerned  others.  We  welcome  the  opportunity 
to  submit  this  testimony  for  fiscal  year  1994  appropriations  for  the  National  Insti- 
tute of  Arthritis,  Musculoskeletal  and  Skin  Diseases  (NIAMS).  The  LFA  acknowl- 
edges and  appreciates  the  past  support  that  Congress  has  given  to  the  National  In- 
stitutes of  Health  and  its  constituent  institute,  NIAMS.  This  continued  commitment 
to  biomedical  research  has,  within  the  last  twenty  years,  drastically  reduced  the 
high  mortality  rate  of  Lupus  patients.  Now,  with  earlier  diagnosis  and  more  effec- 
tive medical  treatments,  most  patients  are  living  longer  and  more  productive  lives. 

There  are  two  major  forms  of  Lupus:  Lupus  that  attacks  healthy  tissues  or  organs 
of  the  body  (Systemic  Lupus  Erythematosus)  and  Lupus  that  mainly  affects  the  skin 
(Discoid  Lupus).  Systemic  Lupus  Erythematosus  (SLE)  is  a  chrome  auto-immune 
disease  in  which  the  body's  immune  system  goes  awry  and  forms  antibodies  that 
attack  its  own  healthy  tissues  and  organs.  SLE  can  attack  any  organ  of  the  body, 
including  the  joints,  kidneys,  brain,  heart  and  lungs.  It  is  the  most  serious  form  of 
the  disease  and  can  be  life-threatening. 

Discoid  Lupus,  on  the  other  hand,  only  affects  the  skin,  causing  a  rash  and  lesions 
often  found  across  the  face  and  on  the  upper  part  of  the  body.  Although  not  life- 
threatening,  severe  skin  disease  can  significantly  alter  the  quality  of  one's  life. 

Doctors  have  estimated  that  at  least  500,000  Americans  suffer  from  one  of  these 
types  of  Lupus,  making  it  more  common  than  leukemia,  muscular  dystrophy  or  mul- 
tiple sclerosis.  Lupus  suffers  more  from  lack  of  public  awareness  than  any  other 
major  disease. 

Lupus  affects  both  men  and  women  of  all  ages  and  races,  however,  nine  out  of 
ten  Lupus  patients  are  women.  Moreover,  Lupus  has  a  significant  and  dispropor- 
tionate impact  on  young  women  between  the  ages  of  15  and  45.  Although  people 
of  all  racial  backgrounds  get  Lupus,  the  prevalence,  incidence  and  mortality  rate  is 
three  times  higher  in  black  women  than  in  white  women.  This  three-fold  increased 
incidence  of  SLE  is  also  found  in  women  of  Hispanic  origin,  as  well  as  women  of 
certain  Asian  groups  and  Native  American  tribes. 

Perhaps  the  most  discouraging  fact  about  Lupus  is  that,  as  yet,  there  is  no  known 
cause  or  cure.  Victims  of  this  chronic  and  debilitating  disease  look  for  hope  to  the 
biomedical  research  currently  underway  at  NIAMS. 

In  the  past,  Congressional  support,  and  in  particular  last  year's  House  bill  report 
language,  has  been  an  important  factor  in  providing  funds  to  help  NIAMS  make  im- 
portant medical  breakthroughs  in  the  fight  against  Lupus,  such  as  the  development 
of  new  tests  to  diagnose  the  disease  and  to  measure  disease  activity.  NIAMS  re- 
searchers are  continuing  to  improve  previously  developed  forms  of  treatment,  as 
well  as  to  develop  new  ones. 

The  LFA  is  very  pleased  with  the  high  priority  NIAMS  has  placed  on  developing 
a  future  research  agenda  for  SLE.  The  Institute  will  address  many  of  the  scientific 
questions  on  the  cause  of  Lupus  which  will  lead  to  the  development  of  new  and  im- 
proved treatments  for  the  disease.  For  the  most  part,  Lupus  is  kept  under  control 
with  medications.  The  drugs  most  commonly  used  to  treat  Lupus  include 
corticosteroids  such  as  Prednisone  and  Cytoxan  for  more  severe  problems  and 
nonsteroidal  anti-inflammatory  medications  such  as  ibuprofen  for  milder  cases.  Skin 
and  joint  problems  are  treated  with  hydroxychloroquine,  an  antimalarial  drug  that 
is  also  an  a nti -inflammatory. 

The  LFA  is  indeed  grateful  for  last  year's  House  report  language.  One  result  has 
been  in  two  program  announcements  from  NIAMS  requesting  grants  that  look  into 
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the  genetic  factors  in  lupus  as  well  as  requests  for  grants  to  explore  why  lupus  is 
primarily  a  women's  disease  with  a  high  incidence  among  women  of  color. 

Last,  and  of  exciting  significance,  is  the  NIAMS  request  for  research  programs 
that  will  combine  biomedical  and  clinical  research  in  a  Center  of  Excellence. 

Kidney  disease,  however,  is  still  universally  feared  among  Lupus  patients— it  is 
one  of  the  most  dangerous  complications  of  Lupus  and  occurs  in  about  a  third  of 
all  Lupus  patients.  NIAMS  researchers  are  conducting  clinical  trials  of  chemo- 
therapy drugs  such  as  cyclophosphamide,  which  suppress  the  immune  system  and 
help  prevent  kidney  failure.  NIAMS  researchers  have  demonstrated  that  nigh  doses 
of  the  drug  administered  periodically  (pulse  therapy)  can  reduce  progression  to  kid- 
ney failure  in  those  patients  with  Lupus  kidney  disease.  Although  these  treatments 
have  saved  the  lives  of  some  Lupus  patients,  the  long-term  side  effects  have  kept 
the  drug  from  being  approved  for  anything  other  than  experimental  use  in  Lupus 
patients. 

Besides  cyclophosphamide,  NIAMS  is  experimenting  with  other  new  therapies  for 
Lupus  nephritis.  The  most  promising  involves  removal  of  immune  complexes  from 
the  blood  by  means  of  plasmapheresis  and  suppressing  the  synthesis  of  disease-re- 
lated antibodies  by  the  use  of  lymph-node  irradiation.  Lupus  nephritis  is  a  subject 
of  great  interest  to  NIAMS  researchers  and,  with  improved  understanding  of  SLE, 
considerable  improvement  has  been  made  in  the  management  of  Lupus  kidney  dis- 
ease. To  date,  it  is  estimated  that  $93  million  in  health  costs  has  been  saved  each 
year  by  drug  therapy  for  end  stage  renal  disease  which  requires  kidney  dialysis  or 
transplantation  to  sustain  life. 

Since  there  is  a  high  incidence  of  miscarriage  among  Lupus  patients,  NIAMS  re- 
searchers have  instituted  a  program  that  tries  to  identify  high  risk  women  in  order 
to  protect  the  health  of  the  mother  and  the  life  of  her  unborn  child. 

In  January  1992,  NIAMS  sponsored  a  forum  which  provided  an  in-depth  discus- 
sion of  the  causes  of  Lupus,  including  immunologic,  genetic  and  environmental  fac- 
tors; how  many  kinds  of  Lupus  there  are;  why  Lupus  is  primarily  a  young  woman's 
disease  and  why  SLE  is  much  more  common  in  African-American  women.  The  LFA 
is  particularly  encouraged  by  the  highly  successful  outreach  and  public  education 
campaign  of  the  NIAMS'  Lupus  Task  Force  which  sought  to  inform  Black  women 
about  their  particular  susceptibility  to  the  disease. 

In  time  of  financial  crises  such  as  these,  it  is  particularly  important  to  look  at 
cost  effectiveness  of  government-sponsored  programs.  It  has  been  estimated  that  the 
economic  cost  for  arthritis,  musculoskeletal  and  skin  diseases  is  well  over  $100  bil- 
lion per  year.  This  cost  is  in  terms  of  lost  productivity  by  persons  disabled  by  these 
diseases.  In  the  last  few  years  there  have  been  enormous  gains  in  the  fields  of  im- 
munology and  auto-immunity.  It  is  crucial  that  the  necessary  funding  for  NIAMS 
is  provided  so  that  it  can  continue  its  important  research  and  continue  to  offer  hope 
to  Lupus  patients.  It  would  be  both  wasteful  and  cruel  not  to  build  on  what  has 
already  been  discovered  and  accomplished. 

In  this  era  of  fiscal  restraint  and  massive  budget  deficits,  support  of  Lupus  re- 
search remains  a  wise  investment  in  America's  health  and  economic  well-being. 
Without  the  commitment  of  Congress  to  Lupus  research,  thousands  of  Americans 
with  Lupus  will  continue  to  suffer  or  die  because  promising  treatments  and  poten- 
tial cures  were  not  able  to  be  explored. 

All  of  us  with  Lupus  are  looking  to  Congress  to  help  us  continue  to  be  active  and 
productive  members  of  society.  Please  help  us  conquer  Lupus  and  other  common, 
costly  and  crippling  diseases  by  providing  a  $50  million  increase  to  the  NIAMS 
budget  for  fiscal  year  1994. 

We  believe  this  increase  will  have  significant,  positive,  and  cost  effective  health 
benefits  for  the  millions  of  Americans  who  look  to  NIAMS  for  hope.  NIAMS'  mission 
is  broad  and  if  it  is  to  continue  to  make  progress  these  funds  are  desperately  need- 
ed. 

Senator  Murray.  Thank  you.  Of  the  500,000  Americans  that  you 
mention  who  suffer  from  lupus,  do  you  know  what  percentage  suf- 
fer from  the  severest  forms? 

Ms.  Butler.  I  could  not  answer  that  one,  but  I  can  certainly  find 
out.  The  severest  form  probably  is  kidney  involvement,  and  I  can 
certainly  get  you  those  numbers  and  have  them  to  you  by  tomor- 
row. 

Senator  Murray.  That  would  be  great.  Thank  you  very  much. 

Ms.  Butler.  Thank  you. 

[The  information  follows:] 
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Ninety  percent  of  all  patients  with  lupus  have  kidney  damage;  2  to  3  percent  de- 
velop severe  kidney  disease. 

STATEMENT   OF   MAUREEN   DRUMMY,   NATIONAL  ADVISORY  BOARD 
FOR  ARTHRITIS  AND  MUSCULOSKELETAL  AND  SKIN  DISEASES 

Senator  Murray.  And  our  final  witness  for  today  is  Maureen 
Drummy. 

Ms.  Drummy.  Thank  you,  Senator  Murray.  I  am  looking  through 
the  annual  report  of  the  National  Institute  of  Arthritis  and  Mus- 
culoskeletal Diseases  to  see  if  it  might  answer  your  question  about 
eczema,  but  I  guess  it  does  not.  I  am  sorry  about  that.  It  does  talk 
about  skin  diseases  for  four  pages. 

But  I  am  here  as  a  lay  member  of  the  arthritis  advisory  board 
and  musculoskeletal  and  skin  diseases.  And  I  also  wanted  to  thank 
you  for  past  support  because  while  your  funds  probably  have  saved 
my  life,  they  certainly  have  contributed  to  my  work  life  in  that  I 
was  urged  to  take  disability  in  1977  and  if  it  were  not  for  the 
NIAMS  programs,  I  would  not  have  been  working  all  these  years. 
And  during  that  period  of  time,  I  have  contributed  $115,000  in  in- 
come taxes,  whicn  I  have  been  happy  to  do,  because  otherwise  I 
would  have  been  receiving  more  than  $300,000  in  disability  pay- 
ments which  the  Government  has  not  had  to  pay. 

So  I  think  that  the  dollars  that  you  give  to  support  this  Institute 
are  really  golden  dollars.  And  as  Dr.  Teitelbaum  so  eloquently  said, 
NIH  has  always  paid  for  itself.  And  it  is  tragic  that  we  are  losing 
some  of  our  finest  researchers  who  can  really  make  a  difference. 

The  President's  budget,  unfortunately,  requests  a  cut  in  the 
funding  for  NIAMS.  Our  board  recommends  no  less  than  $330  mil- 
lion total  support.  This  is  one  of  the  smallest  Institutes.  Its  budget 
is  only  2  percent  of  the  entire  NIH  budget,  and  our  staff  at  NIH 
is  less  than  2  percent. 

PREPARED  STATEMENT 

So  anything  you  can  do  to  help  these  programs  that  mean  so 
much  to  so  many  of  us.  More  than  50  percent  of  the  American  peo- 
ple will  be  having  arthritis  by  the  time  they  are  aged  65,  so  it  is 
a  major  problem. 

Thank  you  very  much  for  your  past  support. 

[The  statement  follows:] 

Statement  of  Maureen  Drummy 

Mr.  Chairman  and  Members  of  the  Committee,  thank  you  for  the  opportunity  to 
appear  before  you  today.  As  a  member  of  the  National  Advisory  Board  for  Arthritis 
and  Musculoskeletal  and  Skin  Diseases,  I  have  come  to  discuss  the  resources  avail- 
able to  combat  and  conquer  the  painful,  disfiguring,  and  debilitating  rheumatic  and 
musculoskeletal  and  skin  diseases.  I  would  like  to  share  with  you  a  few  examples 
of  the  excellent  progress  that  has  been  made  through  research  to  understand  and 
treat  these  diseases  and  to  offer  for  your  consideration  the  Board's  specific  rec- 
ommendations. In  addition,  I  would  like  to  thank  this  Subcommittee  for  your  contin- 
ued interest  in  these  diseases;  however,  I  must  express  the  Board's  concern  about 
the  level  of  support  for  research  in  these  areas.  In  addition  to  this  written  testi- 
mony, I  am  providing  for  your  information  the  National  Advisory  Board's  Annual 
Report  (1991-1992). 

The  breadth  and  diversity  of  the  mandate  of  the  National  Institute  of  Arthritis 
and  Musculoskeletal  and  Skin  Diseases  is  matched  by  the  great  frequency  with 
which  the  diseases  strike.  One  or  more  of  the  diseases  addressed  by  the  Institute's 
research  efforts  will  affect  every  American  at  some  point  in  their  lives.  One  of  2 
Americans  will  have  arthritis  by  age  65;  1  of  2  women  over  50  will  break  one  or 
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more  bones  because  of  osteoporosis;  4  of  5  will  suffer  a  back  problem  at  some  point; 
and  1  of  3  Americans  will,  each  year,  have  a  skin  condition  that  should  be  seen  by 
a  physician. 

Many  special  populations  are  served  by  the  research  activities  of  this  Institute: 
women,  minorities,  children,  and  the  elderly,  as  well  as  athletes  and  others  involved 
in  sports,  those  who  fly  our  space  missions,  and  individuals  living  with  severe  mus- 
culoskeletal disabilities.  The  Institute  is  also  concerned  with  people  who  are  af- 
flicted with  rare  diseases,  such  as  the  blistering  skin  disease,  epidermolysis  bullosa, 
and  the  brittle  bone  disease,  osteogenesis  imperfecta. 

An  estimated  37  million  Americans  have  some  form  of  arthritis.  Rheumatoid  ar- 
thritis affects  more  than  2  million  and  osteoarthritis  16  million.  Lupus  affects  up 
to  500,000  Americans;  of  these,  9  to  1  are  women  and  3  to  1  are  Black  women. 
Osteoporosis  and  rheumatoid  arthritis  also  disproportionately  affect  women,  as  do 
scleroderma  and  Sjogren's  Syndrome. 

The  total  annual  price  tag  for  these  diseases  is  over  $125  billion.  The  burdens 
they  impose  are  heavy  as  evidenced  by  the  more  than  40  professional  and  voluntary 
organizations  interested  in  NIAMS'  programs.  Opportunities  abound  in  basic  re- 
search, clinical  applications,  epidemiologic  studies,  prevention  strategies,  improved 
health  care  services,  and  professional  and  public  education  that  wouldnelp  alleviate 
these  burdens.  The  possibilities  for  cost  savings  for  both  the  individual  and  the  na- 
tion are  great. 

As  a  member  of  the  National  Advisory  Board  for  Arthritis  and  Musculoskeletal 
and  Skin  Diseases,  I  have  had  a  chance  to  learn  about  and  contribute  in  an  advisorv 
capacity  to  the  Federal  effort  to  combat  these  terrible  disorders — an  effort  which 
constitutes  a  very  big  order  for  one  of  the  smallest  Institutes  at  NIH  in  both  its 
budget  and  staff. 

I  would  like  to  mention  just  a  few  examples  of  progress  in  the  fields  of 
rheumatology,  bone  biology  and  bone  diseases,  orthopaedics,  muscle  biology,  and 
dermatology.  In  battling  the  major  crippler,  rheumatoid  arthritis,  researchers  have 
successfully  used  a  manufactured  antibody  to  reduce  joint  inflammation.  They  have 
also  found  that  a  compound  that  blocks  the  pathological  growth  of  new  blood  vessels 
in  the  joint  lining  is  able  to  both  prevent  the  development  of  arthritis  and  suppress 
established  arthritis. 

This  year  research  has  revealed  a  specific  mechanism  by  which  declining  estrogen 
levels  during  menopause  accelerate  bone  loss.  We  now  know  that  estrogen  sup- 
presses interleukin-6,  an  intercellular  agent  that  stimulates  the  bone  cells  that 
break  down  bone.  This  knowledge  may  enable  the  development  of  alternative  thera- 
pies for  women  who  cannot  tolerate  estrogen  replacement  therapy. 

Research  on  epidermolysis  bullosa,  this  terrible  blistering  disease,  has  revealed 
precisely  why  the  skin  disintegrates,  suggesting  ways  to  design  new  treatments.  Re- 
cent studies  are  also  yielding  insights  into  the  cancer-causing  effect  of  ultraviolet 
radiation  on  the  skin,  and  the  effects  of  UV  on  the  immune  system. 

Research  on  osteoarthritis  has  provided  gratifying  insights  into  the  role  that  en- 
zymes play  in  breaking  down  the  cartilage  of  the  joints.  Sports  medicine,  musculo- 
skeletal fitness,  and  low  back  pain  are  also  areas  of  high  priority,  as  are  finding 
the  causes  and  mechanisms  of  tissue  damage  in  patients  with  lupus.  Also,  NIAMS 
and  NASA  have  established  a  formal  collaboration  for  research  on  the  loss  of  bone 
and  muscle  in  space  and  on  earth,  caused  by  disuse  and  inactivity. 

A  clinical  trial  has  found  that  low-doses  of  methotrexate,  an  immuno-suppressant 
drug,  are  effective  and  safe  as  a  treatment  for  arthritis  in  children.  Also  this  year, 
interleukin-6  has  been  found  to  be  elevated  in  people  with  Paget's  Disease,  thus 
opening  the  way  for  the  development  of  new  drugs  targeted  to  IL-6  to  treat  this 
debilitating  disease  of  bone  in  the  elderly. 

In  the  Institute's  intramural  laboratories  scientists  have  discovered  how  a  gene 
for  a  structural  protein  of  the  skin  (keratin)  is  strongly  linked  to  a  form  of  the  scaly 
skin  disease  ichthyosis,  known  as  epidermolytic  hyperkeratosis.  Other  laboratories 
of  the  intramural  program  are  learning  how  muscles  contract  and  generate  force. 
The  Laboratory  of  Structural  Biology  is  utilizing  the  latest  biotechnology  to  inves- 
tigate cell  membrane  proteins,  and  proteins  of  the  skin  and  other  organs. 

I  could  go  on  with  many  more  examples,  but  time  does  not  allow.  It  is  extremely 
important,  however,  before  presenting  the  Advisory  Board's  specific  recommenda- 
tions to  bring  to  your  attention  the  decreasing  budget  of  this  very  small  Institute 
and  the  serious  problem  of  staff  size.  Since  its  inception,  the  Institute  has  been 
faced  with  a  budget  which,  from  1986  to  1993,  has  remained  at  only  2  percent  of 
the  NIH  budget,  and  with  the  dilemma  of  meeting  its  responsibilities  without  ade- 
quate staff,  comprising  much  less  than  2  percent  of  the  total  NIH  staff. 

The  specific  recommendations  of  the  National  Advisory  Board  for  Arthritis  and 
Musculoskeletal  and  Skin  Diseases  are  as  follows: 
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Given  the  many  diseases  within  NIAMS'  mission  and  wide  spectrum  of  suffering 
and  disability  resulting  from  them,  the  Board  recommends  an  overall  budget  for 
NIAMS  of  no  less  than  $330  million. 

The  Board  recommends  that  funding  for  NIAMS'  support  of  research  project 
grants  be  increased  so  that  its  payline  will  at  least  approximate  the  average  NIH 
payline,  which  is  23.6  percent  in  fiscal  year  1993.  The  NIAMS'  payline  is  17.6  per- 
cent. 

The  Board  is  deeply  concerned  with  the  lack  of  progress  in  replenishing  the  ranks 
of  biomedical  researchers  and  recommends  expansion  of  both  research  training,  and 
research  career  awards  which  are  a  vital  bridge  between  postgraduate  education 
and  investigative  medicine. 

It  has  become  apparent  that  the  results  of  research  must  move  more  expeditiously 
to  clinical  practice.  The  Board  strongly  recommends  that  additional  emphasis,  staff- 
ing, and  funding  be  directed  to  both  training  clinical  investigators  and  supporting 
the  clinical  investigations  and  trials  needed  to  develop  and  test  new  treatments  for 
rheumatic,  musculoskeletal,  bone,  and  skin  diseases.  Funding  for  contracts  for  these 
purposes  needs  to  be  raised. 

The  Institute  has  developed  excellent  plans  to  establish  an  intramural  Laboratory 
of  Connective  Tissue  Biology  for  research  on  bone  and  cartilage  and  on  orthopaedics, 
areas  of  significant  importance  to  women's  health.  The  Board  recommends  that 
NIAMS  receive  funds  and  positions  to  support  this  addition  to  its  fine  intramural 
program. 

The  Board  also  recommends  that  resources  be  provided  for  epidemiological  re- 
search, with  special  emphasis  given  to  systemic  lupus  erythematosus,  osteoporosis 
and  its  associated  bone  fractures  in  the  elderly,  and  sports  injuries  in  youth. 

The  NIAMS'  Centers  Program  has  been  successful,  having  a  multiplier  effect  on 
research  funding  by  fostering  research  collaboration  between  basic  scientists  and  cli- 
nicians, faculty  development  and  recruitment,  postdoctoral  research  training,  and 
graduate  medical  education.  The  Board  recommends  the  funding  of  additional  Spe- 
cialized Centers  of  Research  and  funding  for  the  full  complement  of  six  Skin  Dis- 
eases Research  Core  Centers  recommended  by  the  academic  dermatology  commu- 
nity. 

The  Board  recognizes  the  many  aspects  and  applications  of  connective  tissue  biol- 
ogy to  the  diseases  for  which  NIAMS  is  responsible,  and  recommends  that  increased 
funding  be  directed  to  fundamental  and  clinical  research  in  this  area. 

Thank  you  for  the  opportunity  to  testify  on  behalf  of  the  National  Advisory  Board 
for  Arthritis  and  Musculoskeletal  and  Skin  Diseases.  The  Board  is  very  appreciative 
and  much  aware  that  your  support  is  essential  to  maximize  the  Nation's  capacity 
to  prevent  and  treat  these  diseases,  which  are  so  disabling  and  disturbing  to  so 
many. 

Senator  Murray.  Thank  you.  You  are  recommending  $330  mil- 
lion, the  request  says  $210  million. 

Ms.  DRUMMY.  That  is  right. 

Senator  Murray.  On  page  3  of  your  written  testimony  you  have 
a  number  of  recommendations. 

Ms.  Drummy.  That  is  right. 

Senator  Murray.  How  will  the  $210  million  affect  that? 

Ms.  Drummy.  Could  you  please  insert  those  in  the  record,  be- 
cause it  takes  a  long  time  to  read  all  those  recommendations. 

Senator  Murray.  Absolutely.  I  am  curious,  what  is  your  assess- 
ment of  the  impact  the  budget  will  have  on  your  recommendations? 

Ms.  Drummy.  Well,  it  would  certainly  help  with  more  research, 
and  that  is  probably  the  priority.  It  would  help  with  staff,  which 
is  badly  needed  at  NIH  and  NIAMS.  And  the  centers  would  be  liv- 
ing more  information  to  the  people — the  patients  who  need  it 
through  this  $330  million.  I  think  those  are  probably  the  ones  that 
are  our  major  concerns.  That  is  my  opinion  as  a  layman.  If  you 
want  a  more  expert  opinion,  I  will  be  glad  to  get  it  for  you. 

Senator  Murray.  Great.  That  would  be  wonderful. 

Ms.  Drummy.  OK. 

[The  information  follows:! 
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Administrations  Budget  Request — Impact  on  NIAMS 

The  current  proposed  appropriation  for  NIAMS  will  slow  the  pace  of  research  sup- 
ported by  the  NIAMS  considerably  and  virtually  eliminate  the  implementation  of 
the  Advisory  Board's  recommendations  for  new  initiatives  by  the  Institute. 

The  NIAMS  success  rate,  which  is  low  compared  to  the  NIH  average,  would  re- 
main at  the  bottom  of  the  NIH.  The  Advisory  Board  recommended  that  support  for 
NIAMS  research  project  grants  be  increased  so  that  the  NIAMS  success  rate  would 
at  least  approximate  the  average  NIH  success  rate.  To  reach  parity  with  the  NIH, 
the  NIAMS  would  require  an  additional  $15  million  in  competing  research  project 
grants.  The  fiscal  year  1993  success  rate  for  the  NIAMS  is  estimated  at  present  to 
be  17.6  percent.  This  means  only  1  in  6  and  possibly  1  in  7  applications  will  be 
funded. 

Secondly,  the  NIAMS  will  be  unable  to  undertake  the  much  needed  clinical  trials 
that  have  been  identified,  reviewed,  and  recommended  for  implementation  by  the 
Advisory  Board  and  other  professional  organizations.  The  Board  has  strongly  rec- 
ommended that  the  NIAMS  support  the  clinical  trials  and  clinical  investigations 
needed  to  develop  and  test  new  treatments  for  rheumatic,  musculoskeletal,  bone  and 
skin  diseases.  The  proposed  budget  will  not  provide  resources  to  even  begin  these 
much  needed  studies. 

Thirdly,  the  Institute  will  be  unable  to  further  develop  its  Intramural  Research 
Program  as  planned  in  the  important  area  of  bone  biology  and  bone  diseases.  The 
Institute  has  developed  excellent  plans  to  establish  an  intramual  Laboratory  of  Con- 
nective Tissue  Biology  for  research  on  bone  and  cartilage,  osteoporosis  and  osteo- 
arthritis, and  on  orthopaedics,  areas  of  significant  importance  to  women's  health. 

In  addition,  the  conduct  and  support  of  the  epidemiologic  studies  recommended 
by  the  National  Advisory  Board  in  the  areas  of  lupus,  osteoporosis  and  its  associated 
bone  fractures  in  the  elderly,  and  sports  injuries  in  youth,  as  well  as  research  train- 
ing programs  will  all  be  reduced  under  the  proposed  budget. 

SUBCOMMITTEE  RECESS 

Senator  Murray.  Thank  you  to  all  the  members  of  this  panel.  I 
have  to  tell  you,  this  is  the  first  committee  I  have  chaired.  We 
made  it  through  together.  I  know  for  some  of  you,  it  is  the  first 
time  you  have  testified.  You  made  it  through  it.  Together,  we  did 
it. 

The  subcommittee  will  stand  in  recess  to  reconvene  at  9:30  a.m., 
Wednesday,  April  28,  when  we  will  meet  in  SD-138  to  continue  our 
public  witness  hearings  on  the  administration's  fiscal  year  1994 
budget  request. 

[Whereupon,  at  2:58  p.m.,  Monday,  April  26,  the  subcommittee 
was  recessed,  to  reconvene  at  9:30  a.m.,  Wednesday,  April  28.] 


DEPARTMENTS  OF  LABOR,  HEALTH  AND 
HUMAN  SERVICES,  AND  EDUCATION,  AND 
RELATED  AGENCIES  APPROPRIATIONS  FOR 
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WEDNESDAY,  APRIL  28,  1993 

U.S.  Senate, 
Subcommittee  of  the  Committee  on  Appropriations, 

Washington,  DC. 

The  subcommittee  met  at  9:35  a.m.,  in  room  SD-138,  Dirksen 
Senate  Office  Building,  Hon.  Tom  Harkin  (chairman)  presiding. 
Present:  Senators  Harkin,  Mack,  and  Gorton. 

NONDEPARTMENTAL  WITNESSES 

OPENING  REMARKS  OF  SENATOR  HARKIN 

Senator  Harkin.  Good  morning,  and  welcome  to  the  Senate  Com- 
mittee on  Appropriations  public  witness  hearings  for  the  Sub- 
committee on  Labor,  Health  and  Human  Services,  Education,  and 
Related  Agencies.  Today  is  the  subcommittee's  second  day  to  hear 
testimony  from  approximately  150  congressional  and  public  wit- 
nesses. 

This  year,  the  committee  had  requests  from  311  individuals  and 
public  organizations  to  testify  before  the  subcommittee.  Because  of 
the  limitations  of  time,  we  were  able  to  schedule  only  150  individ- 
uals and  organizations  who  wrote  to  us.  I  regret  that  we  cannot 
hear  everyone,  but  the  committee  has  made  a  note  of  those  who  did 
not  make  the  cutoff,  and  we  would  be  pleased  to  publish  their 
statements  in  the  record. 

In  order  to  keep  on  schedule,  we  will  give  each  witness  3  minutes 
to  summarize  the  key  points  of  their  statements.  I  would  request 
that  each  witness  please  attempt  to  complete  the  statement  when 
the  3  minutes  are  up.  We  will  use  a  red  light,  green  light  system. 
The  yellow  light  will  come  on  at  2  minutes.  The  red  light  will  go 
on  at  3  minutes.  Please  summarize  your  statement  within  the  3- 
minute  time  period.  This  will  give  us  some  time  to  ask  a  few  ques- 
tions and  will  also  assure  that  everyone  gets  a  fair  and  equal 
chance  to  address  the  subcommittee. 

Today,  we  will  hear  testimony  on  a  wide  range  of  subjects,  in- 
cluding programs  for  children,  AIDS,  and  the  National  Institutes  of 
Health.  We  will  be  hearing  from  a  number  of  important  organiza- 
tions representing  those  programs.  I  look  forward  to  the  advice  of 
each  one  of  you  in  making  the  many  difficult  decisions  that  face  us 
during  this  year's  appropriations  cycle. 

(87) 
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As  a  brief  introduction  to  some  of  the  budgetary  problems  we  will 
have  this  year,  let  me  just  cite  some  of  the  numbers.  The  Presi- 
dent's budget  released  this  month  provides  for  an  $8.9  billion  in- 
crease in  investment  and  noninvestment  programs  under  the  pur- 
view of  this  subcommittee,  from  $62.2  billion  to  $71.1  billion. 

By  way  of  comparison,  last  year  the  subcommittee's  allocation 
over  that  of  the  previous  year  was  only  $1.7  billion.  So  if  we  fail 
to  get  the  necessary  allocation,  our  subcommittee  will  be  forced  to 
make  some  very  tough  choices.  I  hope  the  testimony  that  will  be 
presented  to  this  subcommittee  today  and  over  the  next  2  weeks 
will  help  us  in  making  some  of  those  decisions. 

In  the  interest  of  time,  I  will  request  that  several  witnesses  come 
to  the  table  at  the  same  time.  We  will  proceed  in  panels. 

I  am  particularly  proud  to  open  today's  hearing  with  a  distin- 
guished panel  of  Iowans.  These  witnesses  have  much  to  contribute 
to  the  debates  over  priorities  in  our  bill,  and  I  will  pay  particular 
attention  to  their  advice,  along  with  that  of  the  other  witnesses 
today,  as  we  craft  the  appropriations  bill  for  1994. 

For  our  first  panel,  I  would  like  to  call  to  the  table  Catherine 
Lemkau,  Miss  Iowa  of  1992-93,  born  and  raised  in  Muscatine,  IA, 
now  living  in  Davenport;  Beverly  Kiefer,  from  Indianola,  represent- 
ing the  Coalition  for  Heritable  Disorders  of  Connective  Tissue;  Dr. 
Herman  Hein,  professor  of  pediatrics,  representing  the  Iowa  De- 
partment of  Public  Health,  and  David  Ellingsworth,  from  the  Iowa 
Center  for  Aids  Resources  and  Education  in  Iowa  City. 

Just  come  up  and  take  places  at  the  table.  I  welcome  you  here. 
And  again,  I  ask  that  you  try  to  keep  your  statements  as  short  as 
possible. 

STATEMENT    OF    CATHY    LEMKAU,    MISS    IOWA,    CHILD    WELFARE 
LEAGUE  OF  AMERICA 

Senator  Harkin.  We  will  begin  first  of  all  with  Cathy  Lemkau. 
We  welcome  you  here,  Ms.  Lemkau.  I  might  say  to  you  and  to  all 
of  the  witnesses  who  will  be  appearing  this  morning  that  all  of 
your  written  statements  will  appear  in  the  record  as  they  are  writ- 
ten, and  if  you  would  just  summarize  or  hit  the  high  points  of  your 
testimony — I  guess  I  think  of  it  in  this  way:  What  is  the  one  thing 
or  two  things  that  you  want  me  to  remember  and  that  you  want 
my  staff  to  remember  when  you  walk  out  of  this  room?  What  are 
those  two  or  three  things  that  you  really  want  to  drive  home  to  us. 
That  is  what  we  want  to  hear  about. 

With  that  in  mind,  again,  Ms.  Lemkau,  congratulations  on  your 
being  chosen  Miss  Iowa.  You  are  a  great  representative  of  our 
State.  We  welcome  you  here.  Please  proceed  as  you  so  desire. 

Ms.  Lemkau.  Thank  you  very  much.  I  am  representing  the  State 
of  Iowa  in  the  Miss  Iowa  Scholarship  Program  for  the  year  1992- 
93,  and  I  am  testifying  on  behalf  of  the  Child  Welfare  League  of 
America,  which  is  the  oldest  and  largest  membership  organization 
in  the  United  States  devoted  entirely  to  promoting  the  well-being 
of  troubled  children,  youth,  and  their  families.  They  have  700  mem- 
ber agencies  serving  over  2.5  million  children. 

When  I  was  competing  for  the  Miss  America  title  last  year  I  em- 
braced child  abuse  as  my  platform  issue  because  I  worked  in  a 
child  abuse  prevention  program  in  Iowa  City  called  the  Nurturing 
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Program,  which  was  a  volunteer  neighborhood  center  that  served 
low-income  residents  of  a  nearby  public  housing  project.  It  deeply 
saddened  me  to  see  the  scars  of  abuse  that  the  many  children  that 
I  worked  with  were  left  with.  And  I  also  worked  with  handicapped 
students  in  Iowa  City  for  4  years,  and  many  of  them  had  been 
abused  as  well.  We  were  dealing  with  a  lot  of  difficulties  due  to  the 
abuse. 

From  my  first-hand  experience  I  can  tell  you  that  the  physical 
and  sexual  abuse  has  a  devastating  impact  on  infants,  young  chil- 
dren, and  adolescents.  And  in  many  cases  the  physical  pain  of  ini- 
tial abuse  may  fade,  but  the  scars  are  something  that  they  live 
with  for  a  lifetime. 

Overwhelming  numbers  of  juvenile  delinquents,  adolescent  run- 
aways, violent  criminals,  sexual  offenders,  and  prostitutes  report 
child  abuse  histories  of  battery  and  exploitation.  At  the  same  time, 
the  cost  to  our  society  is  enormous,  and  failing  to  take  concrete 
steps  to  prevent  child  abuse  from  happening  before  it  happens  is 
an  enormous  cost  to  us,  as  well.  Spending  on  everything  from  Med- 
icaid to  child  welfare  to  juvenile  justice  facilities  and  mental  health 
facilities  and  services  are  all  affected  by  child  abuse  and  neglect. 

I  am  alarmed  and  deeply  saddened  by  the  fact  that  the  problem 
of  child  abuse  and  neglect  appears  to  be  getting  much  worse,  and 
indeed,  has  become  a  national  emergency.  Two  weeks  ago,  the  Na- 
tional Committee  for  the  Prevention  of  Child  Abuse  issued  a  report 
indicating  that  nearly  3  million  children  were  reported  as  abused 
and  neglected  in  1992,  and  1,200  children  died.  That  is,  nearly  four 
children  a  day,  in  this  country,  died  as  a  result  of  abuse  and  ne- 
glect. Many  of  these  children  were  under  5  years  of  age,  and  43 
percent  had  not  even  reached  their  first-year  birthdays. 

In  general,  child  abuse  and  neglect  has  skyrocketed  in  the  last 
10  years.  Since  1990  there  has  been  a  sharp  increase  in  the  num- 
ber of  abused  and  neglected  children,  as  growing  unemployment, 
poverty,  and  economic  distress  have  overwhelmed  more  families 
and  caused  more  and  more  innocent  children  to  become  victims. 
Unquestionably,  the  drug  and  alcohol  abuse  problem  that  we  have 
in  this  Nation  has  become  a  major  contributing  factor,  as  well. 

In  1990,  in  the  State  of  Iowa  35,000  children  were  reported  as 
abused  and  neglected,  and  nine  children  died  as  a  result  of  paren- 
tal abuse  and  family  violence.  Not  surprisingly,  this  upsurge  in 
Iowa's  child  abuse  problem  has  had  a  substantial  impact  on  the 
State's  social  services  program;  4,600  in  the  State  were  living  in 
foster  care,  group  homes,  emergency  shelters;  and  1,600  were  held 
in  private  or  public  juvenile  facilities. 

The  most  tragic  fact  of  this  is  the  fact  that  we  can  set  up  preven- 
tion services  that  are  very  effective  in  preventing  it  before  it  hap- 
pens, and  to  have  a  nation  that  is  not  responding  to  this  is  difficult. 
There  are  a  few  areas  where  I  think  that  we  can  really  make  a  dif- 
ference. First,  we  need  to  expand  substance  abuse  treatment  capac- 
ity for  pregnant  and  parenting  women.  Women  account  for  less 
than  25  percent  of  those  provided  with  alcohol  and  drug  abuse 
treatment.  Both  the  Pregnant  and  Postpartum  Women  and  Infants 
Grant  Program  and  the  new  Treatment  Capacity  Expansion  Pro- 
gram attempt  to  expand  residential  and  community  based  pro- 
grams to  help  these  young  women. 
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President  Clinton,  in  his  fiscal  year  1994  budget,  has  proposed 
to  almost  double  the  Pregnant  and  Postpartum  Women  and  Infants 
Grant  Program  to  $49  million,  also  recommending  a  dramatic  in- 
crease for  the  treatment  capacity  expansion  to  a  total  of  $89  mil- 
lion. Given  the  close  link  between  parental  substance  abuse  and 
physical  or  sexual  violence  against  children,  we  strongly  urge  you 
to  fund  the  President's  request. 

Another  area  of  great  concern  is  adoption.  Many  of  the  children 
that  I  have  just  described  could  be  helped  tremendously  if  they 
only  were  nurtured  in  a  loving  and  caring  environment.  Yet  just  as 
the  number  of  children  in  foster  care  has  increased  dramatically 
over  the  past  decade,  so  has  the  number  of  children  with  difficult, 
challenging  needs  who  are  waiting  for  adoptive  homes.  As  many  as 
100,000  special  needs  children  across  the  country  are  waiting  for 
adoptive  homes.  The  majority  of  these  children  have  physical,  emo- 
tional, or  mental  disabilities.  Many  are  aged  6  or  older.  Most  have 
brothers  or  sisters  who  also  need  to  be  adopted,  and  almost  three- 
quarters  are  children  of  color. 

Not  surprisingly,  recruiting  families  who  are  willing  to  assume 
the  enormous  responsibility  of  caring  for  a  special  needs  child  is  a 
difficult  challenge,  as  is  ensuring  that  the  child  and  his  family  are 
able  to  thrive  after  the  adoption  is  finalized.  In  Iowa  just  6  years 
ago  the  number  of  special  needs  children  who  were  placed  in  adop- 
tive homes  was  a  mere  340.  According  to  our  Department  of 
Human  Services,  in  contrast,  this  year  the  Department  has  placed 
1,376.  On  any  given  day,  100  to  150  children  are  waiting  for  adop- 
tive loving  homes.  The  Adoption  Opportunities  Act  is  effective  in 
recruiting  families  to  adopt  special  needs  children  in  creating 
postadoptive  services  that  assist  the  families  who  adopt  them.  I 
join  the  Child  Welfare  League  in  urging  you  to  support  a  modest 
$13  million  increase  for  this  program. 

Similarly,  the  Abandoned  Infants  Assistance  Act  addresses  the 
issue  of  boarder  babies,  newborn  babies  who  literally  have  no  home 
to  go  to.  The  act  attempts  to  speed  the  transition  of  these  infants 
from  high-cost  acute-care  public  hospitals  to  foster  and  adoptive 
families.  The  legislation  has  also  been  instrumental  in  reuniting 
newborns  with  their  birth  parents.  Congress  authorized  $30  million 
for  the  program  in  1991,  and  I  urge  you  to  make  these  funds  avail- 
able. 

PREPARED  STATEMENT 

Finally,  I  hope  that  you  will  give  consideration  to  funding  the 
new  Home  Visiting  for  At-Risk  Families  Program,  included  as  a 
part  of  a  major  alcohol  and  substance  abuse  bill  passed  by  Con- 
gress last  year  and  signed  into  law.  Dr.  Herman  Hein,  Director  of 
the  Iowa  Statewide  Perinatal  Care  Program,  will  testify  later  on 
this  morning  about  the  importance  of  this  initiative  in  preventing 
the  twin  problems  of  child  abuse  and  infant  mortality. 

Thank  you  for  permitting  me  to  testify  this  morning,  and  I  know 
that  you  have  been  a  leader  on  child  health  issues  throughout  your 
career  in  Congress,  and  I  would  be  happy  to  answer  any  questions 
that  you  have  at  this  time. 
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Senator  Harkin.  Thank  you  very  much  for  your  testimony.  My 
intention  would  be  to  just  go  through  the  panel,  then  we  will  come 
back  for  questions. 

[The  statement  follows:] 

Statement  of  Cathy  Lemkau 

Good  morning,  Senator  Harkin,  my  name  is  Ms.  Cathy  Lemkau  and  I  am  Miss 
Iowa  for  1992  and  1993.  I  am  testifying  on  behalf  of  the  Child  Welfare  League  of 
America.  CWLA  is  the  oldest  and  largest  membership  organization  in  the  U.S.  de- 
voted entirely  to  promoting  the  well-being  of  troubled  children,  youth  and  their  fam- 
ilies— with  over  700  member  agencies  serving  over  2.5  million  children. 

When  I  was  competing  for  the  Miss  America  title  last  year,  I  embraced  child 
abuse  as  my  platform.  I  made  that  decision  because  I  worked  in  a  child  abuse  pre- 
vention and  treatment  project  in  Iowa  City  called  the  Nurturing  Program.  The  Nur- 
turing Program  is  a  volunteer  neighborhood  center  that  serves  the  low-income  resi- 
dents of  a  nearby  public  housing  project.  Mr.  Chairman,  the  faces  of  the  boys  and 
girls  I  saw  at  that  center  deeply  affected  me  and  are  with  me  to  this  very  day. 

From  my  first  hand  experience,  I  can  tell  you  that  physical  and  sexual  abuse  has 
a  devastating  impact  on  infants,  young  children  and  adolescents.  In  many  cases,  the 
physical  pain  of  the  initial  abuse  may  eventually  fade,  but  the  emotional  scars  last 
a  lifetime.  In  fact,  overwhelming  numbers  of  juvenile  delinquents,  adolescent  run- 
aways, violent  criminals,  sexual  offenders  and  prostitutes  report  childhood  histories 
of  battering  and  exploitation.  At  the  same  time,  the  sheer  cost  to  our  society  for  fail- 
ing to  take  concrete  steps  to  prevent  child  abuse  is  enormous.  Spending  on  every- 
thing from  Medicaid  and  child  welfare  to  juvenile  justice  facilities  and  mental  health 
services  are  all  affected  by  child  abuse  and  neglect. 

I  am  alarmed — and  deeply  saddened — by  the  fact  that  the  problem  of  child  abuse 
and  neglect  appears  to  be  getting  much  worse  and,  indeed,  has  become  a  national 
emergency.  Two  weeks  ago  the  National  Committee  for  the  Prevention  of  Child 
Abuse  issued  a  report  indicating  that  nearly  3  million  children  were  reported  as 
abused  and  neglected  in  1992  and  1,200  children  died.  Mr.  Chairman,  that  means 
that  nearly  four  children  every  day  in  this  country  die  as  a  direct  result  of  abuse 
and  neglect.  The  vast  majority  of  these  youngsters  were  under  five  years  of  age,  and 
43  percent  had  not  reached  their  first  birthday  at  the  time  of  their  deaths. 

In  general,  child  abuse  and  neglect  has  skyrocketed  in  the  last  ten  years.  In  fact, 
just  since  1990  there  has  been  a  further  sharp  increase  in  the  number  of  abused 
and  neglected  children  as  growing  unemployment,  poverty  and  economic  distress 
have  overwhelmed  more  families  and  caused  more  and  more  innocent  children  to 
become  victims.  Unquestionably,  drug  and  alcohol  abuse  have  also  become  major 
contributing  factors  in  the  abuse  and  neglect  of  our  Nation's  children. 

Unfortunately,  the  State  of  Iowa  is  not  immune  from  this  national  crisis.  In  1990 
over  35,000  children  in  the  state  were  reported  as  abused  and  neglected.  Nine  chil- 
dren died  as  a  direct  result  of  parental  abuse  or  family  violence.  Not  surprisingly, 
this  upsurge  in  Iowa's  child  abuse  problem  has  had  a  substantial  impact  on  the 
state's  social  services  system.  For  example,  4,600  children  in  the  state  were  living 
in  family  foster  care,  group  homes,  residential  treatment  centers  or  emergency  shel- 
ters in  1991 — the  highest  total  ever  recorded.  In  addition,  over  1,600  were  held  in 
public  or  private  juvenile  facilities. 

Most  tragic,  however,  is  the  fact  that  there  has  been  virtually  no  national  re- 
sponse, no  help  from  the  federal  government  as  more  and  more  children  are  abused 
or  neglected  and  more  infants  die  from  abuse  each  and  every  day.  I  am  here  today 
to  ask  your  help,  Mr.  Chairman,  in  easing  the  pain  for  even  one  child  and  to  prevent 
the  abuse  of  others.  Because  the  root  causes  ot  child  abuse  and  neglect  are  complex, 
the  initiatives  I  am  asking  you  to  take  span  a  number  of  areas. 

SUBSTANCE  ABUSE 

First,  we  must  greatly  expand  substance  abuse  treatment  capacity  for  pregnant 
and  parenting  women.  In  Iowa,  for  example,  women  account  for  less  than  25  percent 
of  those  provided  with  alcohol  and  drugabuse  treatment.  Both  the  Pregnant  and 
Postpartum  Women  and  Infants  Grant  Program  and  the  new  Treatment  Capacity 
Expansion  Program  attempt  to  expand  residential  and  community-based  treatment 
opportunities  for  this  extremely  vulnerable  population  of  women,  children  and  fami- 
lies. In  his  fiscal  year  1994  budget,  President  Clinton  has  proposed  to  almost  double 
the  Pregnant  and  Postpartum  Women  and  Infants  Grant  Program — to  $49  million — 
while  also  recommending  a  dramatic  increase  for  Treatment  Capacity  Expansion  to 
a  total  of  $89  million.  Given  the  close  link  between  parental  substance  abuse  and 
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physical  or  sexual  violence  against  children,  we  strongly  urge  you  to  fund  the  presi- 
dent's request. 

ADOPTION/ABANDONED  INFANTS 

Another  area  of  great  concern,  Chairman  Harkin,  is  adoption.  Many  of  the  chil- 
dren that  I  have  just  described  could  be  helped  tremendously  if  only  they  were  nur- 
tured in  a  secure,  loving  adoptive  home.  Yet,  just  as  the  number  of  children  in  foster 
care  has  increased  dramatically  over  the  past  decade,  so  has  the  number  of  children 
with  difficult,  challenging  needs  who  are  waiting  for  adoptive  homes. 

As  many  as  100,000  '  special  needs"  children  across  this  country  are  waiting  for 
adoptive  homes.  The  majority  of  these  children  have  physical,  emotional,  or  mental 
disabilities;  most  are  aged  six  or  older;  most  have  brothers  or  sisters  who  also  need 
to  be  adopted;  and,  almost  three-quarters  are  children  of  color.  Not  surprisingly,  re- 
cruiting families  who  are  willing  to  assume  the  enormous  responsibility  of  caring 
for  a  special  needs  child  is  itself  a  difficult  challenge,  as  is  ensuring  that  the  child 
and  his  family  are  able  to  thrive  after  the  adoption  is  finalized. 

In  Iowa,  just  six  years  ago,  the  number  of  special  needs  children  who  were  placed 
in  adoptive  homes  was  a  mere  340,  according  to  our  Department  of  Human  Services. 
In  contrast,  this  year  the  Department  placed  1,375.  On  any  given  day,  100  to  150 
children  are  waiting  for  adoptive  homes. 

The  Adoption  Opportunities  Act  is  effective  in  recruiting  families  to  adopt  special 
needs  children  and  creating  post-adoptive  services  to  assist  families  in  caring  for 
these  youngsters.  I  join  with  CWLA  in  urging  you  to  support  a  modest  $13  million 
increase  for  this  program. 

Similarly,  the  Abandoned  Infants  Assistance  Act  addresses  the  issue  of  "boarder 
babies" — newborn  babies  who  literally  have  no  home  to  go  to.  The  Act  attempts  to 
speed  the  transition  of  these  infants  from  high-cost  acute  care  public  hospitals  to 
foster  and  adoptive  families.  The  legislation  has  also  been  instrumental  in  reuniting 
newborns  with  their  birth  parents.  Congress  authorized  $30  million  for  the  program 
in  1991,  and  I  urge  you  to  make  these  funds  available. 

Finally,  I  hope  that  you'll  give  consideration  to  funding  a  new  Home  Visiting  for 
At-Risk  Families  Program  included  as  part  of  a  major  alcohol  and  substance  abuse 
bill  passed  by  Congress  last  year  and  signed  into  law.  Dr.  Herman  Hein — Director 
of  the  Iowa  Statewide  Perinatal  Care  Program — will  testify  later  on  this  morning 
about  the  importance  of  this  initiative  in  preventing  the  twin  problems  of  child 
abuse  and  infant  mortality. 

Mr.  Chairman,  thank  you  for  permitting  me  to  testify  this  morning.  You  have 
been  a  leader  on  children's  issues  throughout  your  career  in  Congress  and  I  know 
you'll  try  to  help  with  these  various  initiatives.  I  would  be  happy  to  answer  any 
questions  you  may  have. 

STATEMENT  OF  BEVERLY  KIEFER,  BOARD  MEMBER,  NATIONAL 
MARFAN  FOUNDATION,  AND  MEMBER,  COALITION  FOR  HERI- 
TABLE DISORDERS  OF  CONNECTD7E  TISSUE 

Senator  Harkin.  Beverly  Kiefer.  Again,  welcome  back  again,  a 
board  member  of  the  National  Marfan  Foundation  and  the  Coali- 
tion for  Heritable  Disorders  of  Connective  Tissue.  Please  proceed. 

Ms.  KlEFER.  Senator  Harkin  and  members  of  the  committee,  I 
thank  you  for  the  opportunity  to  present  testimony  on  behalf  of  the 
more  than  one-half  million  Americans  afflicted  with  heritable  dis- 
orders of  the  connective  tissue,  and  there  are  thousands  more  who 
are  undiagnosed  with  the  same. 

I  am  Beverly  Kiefer  from  Indianola,  IA.  I  am  affiliated  with  the 
Coalition  for  Heritable  Disorders  of  the  Connective  Tissue  and  the 
National  Marfan  Foundation.  The  coalition  was  founded  to  bring 
about  greater  awareness  of  these  more  than  150  disorders.  One  of 
these  disorders  is  Marfan  syndrome,  and  I  would  like  to  tell  you 
my  personal  story  how  Marfan  syndrome  has  affected  my  family 
and  why  your  continued  support  of  funding  for  the  NRH  is  of  the 
utmost  importance. 

Some  3V2  years  ago,  my  32-year-old  son  Scott  was  rushed  to 
Mercy  Hospital  in  Des  Moines  with  severe  chest  pain.  Our  daugh- 
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ter-in-law  called  at  4:30  a.m.  for  us  to  come  to  the  hospital.  And 
as  I  have  related  many  times  before,  it  was  a  nightmare  call.  As 
we  were  driving  to  the  hospital,  my  husband  and  I  talked  of  Scott's 
active  life.  He  had  been  a  marine  and  National  Guardsman,  a 
physical  fitness  enthusiast,  so  this  had  to  be  a  small  problem. 

We  were  really  wrong.  An  EKG  detected  a  heart  murmur  and  an 
echogram  detected  an  aortic  aneurism  and  I  wanted  to  die  on  the 
spot  when  I  heard  that.  An  angiogram  was  performed,  and  our 
family  was  called  in  to  tell  us  that  Scott's  aortic  valve  had  been  de- 
stroyed, his  aorta  was  dissecting,  and  blood  was  rushing  into  his 
chest.  He  needed  surgery  immediately,  or  he  would  die  very  soon. 
In  fact,  the  doctors  could  not  understand  why  he  was  still  alive. 
They  gave  him  only  a  50-50  chance  of  survival. 

During  8V2  hours  of  surgery  his  aortic  valve  and  his  ascending 
aorta  were  replaced.  Then  another  complication  occurred.  A  second 
aortic  dissection  to  the  lower  part  of  his  body.  Cardiac  surgeon  Rob- 
ert Zeff  performed  a  lifesaving  measure  by  connecting  a  second  ar- 
tificial graft  from  the  ascending  aorta  to  his  iliac  artery.  Dr.  Zeff 
tells  us  it  was  the  most  dramatic  surgery  he  has  ever  been  involved 
in  in  his  life. 

The  diagnosis  was  Marfan  syndrome,  and  I  cannot  begin  to  tell 
you  how  frightened  and  bewildered  we  were.  He  did  lose  a  kidney 
and  he  also  needed  a  pacemaker  implanted,  and  Scott  is  truly  a 
miracle  man. 

He  has  now  developed  a  further  complication  of  an  abdominal 
aortic  aneurism.  This  could  lead  to  additional  surgery  or  sudden 
death. 

His  lifestyle  has  changed  dramatically.  For  the  most  part,  he 
does  very  well.  After  surgery,  he  returned  to  Drake  University  to 
finish  his  masters  in  journalism,  and  he  now  works  as  a  publica- 
tions editor  at  the  Vernon  Co.  in  Newton.  And  you  know,  the  best 
part  of  this  is  I  can  still  say  "I  love  you,"  and  he  says  "I  love  you, 
too,  Mom." 

Because  of  research,  my  husband  and  both  of  our  daughters  have 
been  genetically  diagnosed  with  Marfan  syndrome.  Three  of  our  six 
grandkids  have  also  been  clinically  diagnosed.  Look  at  this  picture. 
Who  has  a  genetic  problem? 

Because  of  the  advances  in  gene  research,  we  know  that  Scott's 
two  daughters  do  not  have  Marfan  syndrome.  Hopefully,  within  a 
year  a  DNA  test  will  be  available  and  we  can  either  rule  in  or  out 
Marfan  syndrome  in  the  other  four.  The  test  is  just  on  the  horizon. 
Unfortunately,  three  of  our  six  grandchildren  do  have  clinical  char- 
acteristics. 

Marfan  syndrome  is  a  progressive  disorder,  and  before  aortic  sur- 
gery was  available  most  Marfan  patients  died  in  their  twenties  or 
early  thirties.  Now,  after  successful  aortic  surgery,  we  are  seeing 
complications  arising  in  other  parts  of  their  bodies.  Lifestyles  must 
be  changed  to  put  less  stress  on  their  bodies.  Often,  large  doses  of 
medicine  are  needed. 

Continued  research  holds  the  answer  to  Marfan  syndrome.  The 
advances  in  research  on  Marfan  syndrome  in  the  past  2  years  has 
been  phenomenal.  Research  has  told  us  the  culprit  is  the  fibrillin 
gene  on  chromosome  15.  We  desperately  need  more  insurance  to 
ensure  earlier  diagnosis,  better  medical  care,  gene  therapy,  public 
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awareness,  and  education.  Biomedical  research  is  imperative  to  ge- 
netic disorders  such  as  Marfan,  and  without  your  continued  sup- 
port for  funding  with  the  NIH,  an  answer  will  not  be  found. 

My  4-year-old  grandson  Robby  was  born  knowing  how  to  hit  a 
baseball  a  country  mile,  and  yet  we  know  he  cannot  play  contact 
sports  so  we  must  channel  his  direction  elsewhere.  Would  it  not  be 
wonderful  if  a  pill  or  an  injection  could  be  developed  to  replace  the 
fibrillin  gene  and  cause  the  fibrillin  to  be  distributed  properly 
throughout  the  body?  Is  this  pie  in  the  sky?  I  think  not.  Research 
does  hold  the  answers.  I  certainly  would  like  to  see  advances  made 
so  that  no  other  person  in  my  family  or  anyone  else  ever  has  to 
face  aortic  surgery.  It  is  not  a  pretty  sight. 

Maybe  Robby  would  be  able  to  play  little  league,  and  my  grand- 
children could  have  an  active  life.  I  tell  everyone  who  will  listen  to 
me  or  stand  still  long  enough  about  Marfan  syndrome.  I  have  orga- 
nized the  Heart  of  Iowa  Chapter  which  is  going  strong,  and  I  serve 
on  the  National  Board  of  Directors  for  the  National  Marfan  Foun- 
dation. As  a  wife,  a  mother,  a  grandmother,  and  a  caring  person, 
trust  me  when  I  tell  you  this,  I  wish  a  cure  could  have  been  found 
yesterday. 

This  week,  I  attended  a  National  Health  Council  meeting  and 
learned  the  research  for  breast  cancer  and  AIDS  has  been  in- 
creased, and  the  rest  of  the  research  funds  for  the  NIH  has  been 
cut.  This  disturbs  me  greatly.  There  is  something  wrong  when  bil- 
lions are  appropriated  for  projects  such  as  supercollider  and  space 
stations  and  we  cut  funding  for  programs  that  would  benefit  thou- 
sands of  Americans.  We  could  fund  these  other  projects  if  we  lived 
in  an  ideal  world,  which  we  do  not,  and  humans  are  much  more 
important. 

The  Coalition  of  Heritable  Disorders  of  the  Connective  Tissue  is 
a  member  of  NIAMS,  and  going  along  with  the  recommendations 
of  NIAMS'  coalition,  we  respectfully  urge  Congress  to  provide  an 
additional  $50  million  over  last  year's  NIAMS  budget  for  fiscal  year 
1994.  We  support  the  increase,  as  we  believe  it  is  necessary  for  the 
long-term  positive  health  benefits  of  all  people  affected  by  these 
conditions. 

PREPARED  STATEMENT 

All  member  organizations  of  the  Coalition  for  Heritable  Disorders 
of  Connective  Tissues,  their  patients,  and  the  families  that  they 
represent,  join  me  in  thanking  this  committee  and  the  Congress  for 
continuing  support  of  research  for  the  heritable  disorders  of  connec- 
tive tissue. 

Thank  you. 

[The  statement  follows:] 

Statement  of  Beverly  Kiefer 

Mr.  Harkin  and  members  of  the  Subcommittee,  the  members  of  the  Coalition  for 
Heritable  Disorders  of  Connective  Tissue  (CHDCT)  thank  you  for  the  opportunity 
to  provide  testimony  regarding  the  budget  of  the  National  Institute  of  Arthritis, 
Musculoskeletal  and  Skin  Diseases  (NIAMS). 

I  am  Beverly  Kiefer,  a  member  of  the  National  Marfan  Foundation  and  the  Coali- 
tion for  Heritable  Disorders  of  Connective  Tissue  (CHDCT).  The  Coalition  is  an  um- 
brella group  which  represents  more  than  one  half  million  Americans  affected  by 
heritable  disorders  of  connective  tissue.  The  CHDCT  was  founded  in  1988  in  order 
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to:  bring  about  greater  awareness  and  understanding  of  heritable  disorders  of  con- 
nective tissue  in  the  medical  professions  and  the  public  at  large;  to  encourage  teach- 
ing in  the  schools  training  health  practitioners  that  will  help  them  to  identify,  diag- 
nose, and  treat  the  various  heritable  connective  tissue  disorders;  and,  to  foster  and 
support  research.  There  are  more  than  140  of  these  conditions,  most  of  which  are 
debilitating,  many  of  which  can  be  fatal  including  the  Marfan  syndrome. 

Approximately  40,000  Americans  such  as  myself  and  my  family  are  affected  by 
Marfan  syndrome.  This  genetic  disorder  affects  many  body  systems  including  the 
heart,  lungs,  eyes,  skin  and  skeletal  system.  Because  of  the  skin  and  musculo- 
skeletal involvement,  the  National  Institute  of  Arthritis,  Musculoskeletal  and  Skin 
Diseases  (NIAMS)  is  the  primary  institute  within  the  National  Institutes  of  Health 
providing  research  on  this  condition.  This  is  the  case  for  the  other  member  agencies 
of  the  CHDCT  as  well  as  for  30  million  Americans  affected  by  musculoskeletal  im- 
pairments and  23  million  people  who  have  diseases  of  the  skin. 

A  number  of  heritable  disorders  of  connective  tissue  have  benefited  from  Federal 
funds  being  directed  through  the  National  Institutes  of  Health.  For  example  in  1991 
a  defect  on  chromosome  15  was  discovered  and  more  recently  a  defective  gene  was 
identified  for  the  Marfan  syndrome.  We  can  only  hope  that  funding  will  continue 
to  be  available  so  that  this  discovery  can  be  further  studied  to  bring  about  new 
treatments  and  a  simple  diagnostic  test  which  will  save  families  thousands  of  dol- 
lars in  extensive  evaluations  currently  necessary. 

This  discovery  brings  hope  not  only  to  people  with  Marfan  syndrome  but  to  many 

}>atients  and  families  affected  by  heritable  disorders  of  connective  tissue.  More  dol- 
ars  are  needed  to  enable  NIAMS  to  fund  research  which  will  take  advantage  of  the 
scientific  technology  now  available  to  be  applied  to  many  disorders  and  diseases. 
The  discoveries  to  date  are  an  excellent  beginning  but  continued  funding  is  needed 
to  maintain  the  high  quality  of  science  currently  underway. 

We  feel  strongly  that  research  can  find  the  answers  to  Marfan  syndrome  and 
other  heritable  disorders  of  connective  tissue  as  well  as  skin  diseases  and  other  con- 
ditions under  the  auspices  of  NIAMS.  NIAMS  research  has  and  will  continue  to 
make  a  difference  in  the  lives  of  American  families. 

The  Coalition  of  Heritable  Disorders  of  Connective  Tissue  is  a  member  of  the 
NIAMS  Coalition  which  represents  48  organizations.  In  endorsing  the  recommenda- 
tions of  the  NIAMS  Coalition  we  respectfully  urge  Congress  to  invest  in  conquering 
crippling,  chronic,  and  sometimes  fatal  diseases,  by  providing  an  additional  $50  mil- 
lion over  last  year's  NIAMS  budget  for  fiscal  year  1994.  This  budget  would  effec- 
tively enable  NIAMS  to  support  more  meritorious  approved  research  grants,  provide 
more  research  training  and  career  development  for  future  investigators,  conduct  ur- 
gently needed  new  clinical  trials  and  expand  the  intramural  research  programs  now 
underway. 

The  CHDCT  supports  the  $50  million  increase  for  NIAMS  as  we  believe  that  this 
is  necessary  for  the  long-term  positive  health  benefits  of  all  people  affected  by  these 
conditions.  In  addition  to  their  health  we  must  also  consider  what  this  will  mean 
in  terms  of  economics — more  and  more  people  will  be  able  to  be  productive  while 
drastically  cutting  health  care  costs  which  currently  drain  our  nation's  economy. 

All  the  members  of  the  Coalition  for  Heritable  Disorders  of  Connective  Tissue  and 
the  patients  and  families  they  represent,  ioin  me  in  thanking  this  Committee  and 
Congress  for  continuing  support  of  research  on  heritable  disorders  of  connective  tis- 
sue. 

STATEMENT  OF  HERMAN  A.  HEIN,  M.D.,  PROFESSOR  OF  PEDIATRICS, 
UNIVERSITY  OF  IOWA,  DIRECTOR,  IOWA  STATEWTDE  PERINATAL 
CARE  PROGRAM,  IOWA  CITY,  IA 

Senator  Harkin.  Next  we  go  to  Dr.  Herman  Hein. 

Dr.  Hein.  Senator  Harkin,  it  is  a  privilege  to  appear  before  your 
subcommittee  on  a  program  that  will  provide  home  visiting  services 
for  at-risk  families,  and  I  would  like  to  say  that  I  will  use  the  term 
resource  mother  or  home  visitor  essentially  in  the  same  breath. 
They  are  equivalent  terms. 

As  you  know,  I  am  a  physician  from  the  University  of  Iowa,  and 
I  specialize  in  the  care  of  very  small  sick  babies.  I  have  devoted 
much  of  my  professional  career  to  the  problem  of  infant  mortality, 
and  for  the  past  5  years  I  have  served  on  the  National  Commission 
to  Prevent  Infant  Mortality. 
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As  you  are  aware,  the  United  States  has  had  the  unenviable  dis- 
tinction of  having  one  of  the  worst  infant  mortality  rates  among  in- 
dustrialized nations.  Clearly,  this  unthinkable  position  among  com- 
parable nations  flies  in  the  face  of  our  acknowledged  superiority  in 
medical  technology. 

We  have  the  lowest  birthweight  specific  mortality  rates  in  the 
world.  That  means  for  any  weight  interval,  for  example,  1  pound 
up  to  YVi  pounds,  and  so  forth,  if  you  compare  us  with  other  na- 
tions we  have  fewer  babies  that  die  in  each  one  of  those  intervals 
than  any  other  nation. 

Unfortunately,  this,  as  I  said,  is  in  the  face  of  having  the  best 
medical  technology  in  the  world.  Our  infant  mortality  rate  consists 
of  deaths  of  babies  that  die  before  they  are  28  days  of  age.  That 
is  called  the  neonatal  rate,  and  the  postneonatal  rate  goes  from  28 
days  on  up  to  1  year.  The  reason  that  our  neonatal  rate  is  so  high 
is  that  we  have  a  very  large  number  of  very  low  birthweight  babies 
born,  more  so  than  other  nations,  but  yet,  as  I  said,  technologically 
we  seem  to  have  a  better  ability  to  provide  care  for  those  babies. 

Then,  why  are  we  different?  Why  do  we  not  do  as  well  as  other 
comparable  nations?  I  think  the  answer  is  that  we  really  are  not 
comparable  to  the  other  industrialized  nations  with  which  we  are 
compared. 

Perhaps  the  fact  that  we  do  not  meet  the  needs  of  the  lowest  20 
percent  of  our  population  is  a  distinguishing  characteristic,  and 
please  note  I  did  not  say  we  do  not  provide  them  medical  services. 
Rather,  I  said  we  do  not  meet  their  needs,  and  there  is  a  vast  dif- 
ference. 

In  Iowa,  as  you  know,  Senator,  there  is  virtually  no  one  who  can- 
not receive  medical  care  if  they  desire  to  obtain  it,  but  in  spite  of 
this  many  people  do  not  obtain  appropriate  medical  services.  The 
reason  this  occurs  is  that  there  are  a  host  of  social  and  attitudinal 
factors  that  present  barriers  to  receiving  appropriate  care. 

I  was  amazed  and  chagrined  to  learn  that  in  Des  Moines,  IA, 
there  are  three  census  tracks  within  the  city  that  have  infant  mor- 
tality rates  that  are  worse  than  Third  World  countries. 

In  Des  Moines,  as  in  other  cities  in  this  country,  we  are  dealing 
with  a  large  number  of  people  who  have  been  neglected  and  are 
now  disenfranchised.  They  do  not  respond  to  the  same  voices, 
printed  materials,  and  so  forth  that  the  other  80  percent  of  the 
population  does.  When  they  do  hear  and  learn,  it  is  at  the  hand 
of  someone  that  they  know  and  trust,  someone  like  a  resource 
mother  or  a  home  visitor. 

Resource  mothers  are  people  from  the  same  locale  and  ethnic 
background  as  the  people  at  risk.  Resource  mothers  are  trained  to 
understand  need  and  respond  to  need.  They  know  how  to  access 
the  system,  and  through  them  the  underprivileged  can  gain  access 
to  the  system. 

The  use  of  resource  mothers  is  not  an  experiment.  It  is  tried  and 
true.  We  know  that  it  works.  We  simply  do  not  have  the  funds  to 
make  it  work  for  as  many  needy  people  as  we  should.  Although 
there  are  a  number  of  resource  mother  programs  across  the  Nation, 
they  are  small,  fragile  programs  much  in  need  of  financial  support. 
The  value  of  these  programs  has  been  noted  by  the  General  Ac- 
counting Office,  and  I  know  that  you,  Senator,  believe  in  those  pro- 
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grams  because  you  commissioned  the  GAO's  July  1990  report  on 
home  visiting. 

Also,  the  National  Commission  to  Prevent  Infant  Mortality  has 
been  working  diligently  on  the  development  of  materials  that  will 
aid  any  State  or  region  in  developing  a  program  for  resource  moth- 
ers and  in  the  specific  training  of  the  mothers  so  we  are  all  set  and 
ready  to  go,  and  I  might  add  that  we  have  been  using  those  mate- 
rials in  Iowa  as  we  have  developed  programs  in  and  around  Des 
Moines. 

I  believe  it  is  now  common  knowledge  that  society  pays  an  ex- 
tremely high  price  for  poor  pregnancy  outcomes,  and  here  I  am  not 
just  talking  about  babies  that  die,  I  am  talking  about  babies  that 
endure  a  lifetime  of  morbidities.  The  use  of  resource  mothers  is 
clearly  a  way  to  combat  this  problem.  It  is  a  logical  system,  has 
proven  effectiveness,  and  it  is  quick  to  implement. 

For  the  coming  fiscal  year,  Mr.  Chairman,  you  will  be  consider- 
ing funding  for  the  newly  authorized  Home  Visiting  Services  For 
At-Risk  Families  Program  which  Congress  enacted  last  year  in  the 
Alcohol,  Drug  Abuse  and  Mental  Health  Administration  Reorga- 
nization Act. 

However,  this  has  not  yet  received  any  appropriation.  I  hope  that 
you  will  approve  funding  for  this  program,  as  it  will  be  a  reason- 
able start  in  allowing  all  States  to  experience  the  benefits  of  this 
tried  and  true  method  of  meeting  human  need. 

I  had  a  resource  mother  put  several  of  her  thoughts  down,  and 
with  your  permission  I  would  like  to  introduce  this  as  testimony  as 
well.  I  would  just  like  to  read  a  couple  of  paragraphs  to  give  you 
a  sense,  Senator,  of  what  resource  mothers  are  really  all  about. 

I  know  that  you  have  to  juggle  some  difficult  balls  in  trying  to 
decide  what  is  an  appropriate  expenditure,  and  I  really,  truly  be- 
lieve that  if  we  are  going  to  hit  at  the  issue  of  infant  mortality,  this 
is  one  of  the  only  ways  we  have  available  to  us. 

The  woman  who  wrote  this  is  Mrs.  Nellie  Zapata,  and  she  cur- 
rently works  in  Fairfax  County,  VA,  and  she  says: 

Teens  generally  mistrust  or  fear  the  system  and  the  adults  who  run  the  system. 
They  are  pregnant  and  parenting,  but  they  are  not  adults. 

How  do  you  get  to  them  to  understand  the  importance  of  early  and  consistent  pre- 
natal care,  good  nutrition,  no  substance  abuse,  and  good  health  care  for  their  ba- 
bies? How  do  you  help  a  child  who  is  having  a  child? 

We  find  that  the  answer  is  often  simple.  Give  her  a  mother,  a  resource  mother. 
Go  to  her,  her  home,  her  school,  her  community,  and  don't  send  her  to  the  clinic. 
Bring  her  and  stay  with  her.  Translate  and  explain  what  is  being  said  and  what 
she  needs  to  do  to  have  a  healthy  baby.  Don't  send  her  to  social  services,  go  with 
her  to  apply  for  food  stamps,  Medicaid,  and  other  entitlements.  Answer  her  ques- 
tions, sooth  her  fears,  sometimes  quite  literally.  Hold  her  hand,  and  dry  her  tears. 

Be  informed  and  give  her  accurate  information  about  pregnancy,  labor,  delivery, 
and  afterward  family  planning  information  so  that  she  can  learn  how  to  avoid  an- 
other pregnancy  until  she  has  finished  school  and  become  self-sufficient. 

PREPARED  STATEMENT 

Well,  I  will  not  go  any  further.  I  understand  the  limits  of  time. 
There  is  certainly  much  more  we  could  say,  and  I  will  be  more  than 
happy  to  answer  any  questions. 

Thank  you. 

[The  statement  follows:] 
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Statement  of  Herman  A.  Hein,  M.D. 

Mr.  Chairman,  members  of  the  Subcommittee,  it  is  a  privilege  to  appear  before 
this  Subcommittee  on  behalf  of  a  program  that  will  provide  home  visiting  services 
for  at-risk  families. 

I  am  a  physician  from  Iowa  who  specializes  in  the  care  of  very  small  babies  and 
have  devoted  much  of  my  professional  career  to  the  problem  of  infant  mortality.  For 
the  past  five  years,  I  have  served  on  the  National  Commission  to  Prevent  Infant 
Mortality. 

All  of  you  are  aware  that  the  United  States  has  had  the  unenviable  distinction 
of  having  one  of  the  worst  infant  mortality  rates  among  industrialized  nations. 
Clearly,  this  unthinkable  position  among  comparable  nations  flies  in  the  face  of  our 
acknowledged  superiority  in  medical  technology.  To  wit,  the  United  States  has  the 
lowest  birth-weight-specific-neonatal-mortality  rates  in  the  world.  This  means  that 
for  any  specific  birth-weight  grouping  such  as  approximately  one  pound  to  one  and 
a  half  pounds,  one  and  a  half  pounds  to  two  pounds,  etc.,  the  number  of  babies  who 
die  prior  to  the  time  they  reach  28  days  of  life  is  less  than  for  the  same  weight 
groupings  in  other  countries. 

The  infant  mortality  rate  consists  of  the  deaths  of  babies  in  the  first  28  days  of 
life  (neonatal  mortality)  as  well  as  babies  who  die  from  that  point  on  up  to  one  year 
of  age  (post  neonatal  mortality).  One  of  the  reasons  that  our  infant  mortality  rate 
is  so  high  is  that  we  deliver  proportionately  more  very-low-birth-weight  babies  (less 
than  three  pounds,  five  ounces)  in  this  country. 

Typically,  the  neonatal  mortality  rate  accounts  for  about  two-thirds  of  the  infant 
mortality  rate.  However,  in  spite  of  the  fact  that  the  incidence  of  births  of  very-low- 
birth-weight  babies  has  not  decreased  in  recent  years,  the  neonatal  mortality  rate 
has  decreased  significantly.  Obviously,  this  improvement  can  be  credited  to  tech- 
nology and  technology  alone.  Even  though  the  American  medical  care  system  is  cur- 
rently under  heavy  attack,  most  people  know  that  it  is  clearly,  technologically,  the 
best  in  the  world.  However,  in  spite  of  this,  we  still  experience  more  babies  dying 
before  they  are  one  year  of  age  than  other  comparable,  industrial  nations. 

But,  are  we  truly  comparable  to  the  other  industrialized  nations  with  which  we 
are  compared?  Probably  not.  Perhaps  the  fact  that  we  do  not  meet  the  needs  of  the 
lowest  20  percent  of  our  population  is  a  distinguishing  characteristic.  Please  note 
that  I  did  not  say  we  did  not  provide  medical  services.  Rather,  I  said  that  we  did 
not  meet  their  needs.  There  is  a  vast  difference. 

In  Iowa,  there  is  virtually  no  one  who  cannot  receive  medical  care  if  they  desire 
to  obtain  it.  But  in  spite  of  this,  many  people  do  not  obtain  appropriate  medical 
services.  The  reason  this  occurs  is  that  there  are  a  host  of  social  and  attitudinal 
factors  that  present  as  barriers  to  receiving  appropriate  care. 

I  was  amazed  and  chagrined  to  learn  that  in  Des  Moines,  Iowa,  there  are  three 
census  tracts  within  the  city  that  have  infant  mortality  rates  worse  than  third-world 
countries.  In  Des  Moines,  as  in  other  cities,  we  are  dealing  with  a  large  number  of 
people  who  have  been  neglected  and  are  now  disenfranchised.  They  do  not  respond 
to  the  same  voices,  printed  materials,  etc.,  that  the  other  80  percent  of  the  popu- 
lation does.  When  they  do  hear  and  learn,  it  is  at  the  hand  of  someone  they  Know 
and  trust.  Someone  like  a  resource  mother. 

Resource  mothers  are  people  from  the  same  locale  and  ethnic  background  as  the 
people  at-risk.  Resource  mothers  are  trained  to  understand  need  and  respond  to  it. 
They  know  how  to  access  the  system  and  through  them,  the  underprivileged  can 
and  do  gain  access.  The  use  of  resource  mothers  is  not  an  experiment.  We  know  that 
it  works.  We  simply  do  not  have  the  funds  to  make  it  work  for  as  many  needy  peo- 
ple as  we  should. 

Although  there  are  a  number  of  resource  mother  programs  across  this  nation, 
they  are  small,  fragile  programs  much  in  need  of  financial  support.  The  value  of 
these  programs  has  been  noted  by  the  General  Accounting  Office  and  I  know  that 
you  believe  in  these  programs,  Mr.  Chairman,  since  you  commissioned  the  GAO's 
July  1990  report  on  home  visiting.  Also,  the  National  Commission  to  Prevent  Infant 
Mortality  has  been  working  diligently  on  the  development  of  materials  that  will  aid 
any  state  or  region  in  developing  a  program  for  resource  mothers  and  in  the  specific 
training  of  the  mothers. 

I  believe  it  is  now  common  knowledge  that  society  pays  an  extremely  high  price 
for  poor  pregnancy  outcomes.  Here,  I  am  not  just  talking  about  the  babies  who  die, 
but  the  babies  who  endure  morbidities  for  a  lifetime.  The  use  of  resource  mothers 
is  clearly  a  way  to  combat  this  problem.  The  system  is  logical,  has  proven  effective- 
ness, and  is  quick  to  implement.  For  the  coming  fiscal  year,  Mr.  Chairman,  you  will 
be  considering  funding  the  newly  authorized,  Home  Visiting  Services  for  At-Risk 
Families  Program,"  which  Congress  enacted  last  year  in  the  "Alcohol,  Drug  Abuse 
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and  Mental  Health  Administration  Reorganization  Act,"  but  which  has  not  yet  re- 
ceived any  appropriations.  I  hope  that  you  will  approve  funding  for  this  program 
as  it  will  be  a  reasonable  start  in  allowing  communities  to  experience  the  benefits 
of  this  tried  and  true  method  of  meeting  human  need. 

Now,  I  would  like  to  have  you  hear  directly  from  Ms.  Nellie  Zapata  who  has 
served  as  a  resource  mother. 

PREPARED  STATEMENT  OF  NELLIE  ZAPATA  ON  BEHALF  OF  THE 
RESOURCE  MOTHERS  PROGRAM  OF  THE  FAIRFAX  COUNTY,  VA,  YMCA 

Senator  Harkin.  Thank  you  very  much,  and  we  will  make  sure 
that  Ms.  Zapata's  statement  will  be  in  the  record  also. 
[The  statement  follows:] 

Statement  of  Nellie  Zapata 

Mr.  Chairman,  Members  of  the  subcommittee,  thank  you  for  the  opportunity  to 
talk  to  you  today. 

My  name  is  Nellie  Zapata,  I  am  originally  from  Bolivia.  My  husband,  3  children 
and  myself  have  been  in  the  U.S.  since  1985.  In  the  Spring  of  1992  myself  and  my 
family  received  our  Green  Cards. 

Since  1991  I  have  been  a  stipend  volunteer  for  the  Fairfax  County  Y.M.C.A.  Re- 
source Mothers  Program  (Home  Visiting  Program). 

Like  all  Resource  Mothers  Programs,  our  primary  goals  are  to  reduce  the  number 
of  low  birth  weight  babies  and  prevent  infant  mortality.  There  are  many  secondary 
goals  which  support  our  main  purpose,  but  I  would  like  to  take  this  time  to  share 
with  you  how  and  why  our  program  works,  and  what  makes  a  Resource  Mother  a 
good  investment  for  the  country  and  local  communities. 

In  Fairfax,  our  population  is  a  very  difficult  one  to  reach.  Teens  generally  mis- 
trust or  fear  "the  system"  and  the  adults  who  run  it.  They  are  pregnant  and 
parenting — but  they  are  not  adults.  They  have  the  same  wide  mood  swings  and 
arratic  behavior  of  other  adolescents.  They  are  not  emotionally  or  physically  fully 
grown.  Add  to  this  the  fact  that  in  our  program  about  80  percent  are  immigrants 
from  Central  America — often  here  2-5  years  or  less  and  many  speaking  little  or  no 
English.  How  do  you  get  them  to  understand  the  importance  of  early  and  consistent 
prenatal  care,  good  nutrition,  no  substance  abuse  and  good  general  health  care  for 
their  babies?  How  do  you  help  a  child  who  is  having  a  child?  We  find  that  the  an- 
swer is  often  simple — give  her  a  mother,  a  Resource  Mother.  Go  to  her — to  her 
home,  her  school,  her  community  and  don't  send  her  to  the  clinic.  Bring  her  and 
stay  with  her.  Translate  and  explain  what  is  being  said  and  what  she  needs  to  do 
to  have  a  healthy  baby.  Don't  send  her  to  Social  Services — go  with  her  to  apply  for 
Food  Stamps,  Medicaid,  and  other  entitlements.  Answer  her  questions,  soothe  her 
fears,  sometimes,  quite  literally,  hold  her  hand  and  dry  her  tears.  Be  informed  and 
give  her  accurate  information  about  pregnancy,  labor  and  delivery,  and  afterwards 
family  planning  information,  so  that  she  can  learn  how  to  avoid  another  pregnancy 
until  she  has  finished  school  and/or  becomes  self  sufficient. 

Since  1991  I  have  dealt  with  some  50  non-English  or  limited-English  speaking 
girls  who,  with  my  physical  and  emotional  support  delivered  6-7-8  lbs.  babies.  Had 
I  not  been  there,  there  is  no  doubt  that  those  babies  could  have  been  3—4-5  lbs. 
Some  having  to  remain  in  the  hospital  25-35  days  at  approximately  $1,000  a  day, 
and  this  is  only  part  of  the  cost.  It  does  not  address  the  physician  fees,  or  many 
of  the  other  high  tech  cost,  nor  does  it  address  the  cost  for  readmission  to  the  hos- 
pital in  the  next  two  years  of  the  infant's  life,  some  times  as  often  as  twice  a  month. 

Home  Visiting  is  the  key — reaching  out  in  a  warm  and  caring  way  to  clients  who 
would  not  avail  themselves  of  services  without  the  initiation  of  the  home  visitor — 
her  Resource  Mother. 

STATEMENT  OF  DAVID  ELLINGSWORTH,  BOARD  MEMBER,  IOWA  CEN- 
TER FOR  AIDS  RESOURCES  AND  EDUCATION 

Senator  Harkin.  Next,  David  Ellingsworth,  board  member  of  the 
Iowa  Center  for  AIDS  Resources  and  Education. 

Mr.  Ellingsworth.  Chairman  Harkin  and  members  of  the  com- 
mittee, I  am  David  Ellingsworth  with  the  Iowa  Center  for  AIDS 
Resources  and  Education. 
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I  am  a  person  who  has  lived  with  AIDS  for  1V2  years.  I  am  from 
Iowa  City,  IA,  and  I  am  not  only  an  expert  in  living  with  HIV  dis- 
ease, but  in  living  with  HIV  in  a  rural  area  where  people  still  mis- 
takenly believe  that  AIDS  is  not  a  growing  problem,  and  where 
sick  people  may  have  to  travel  hundreds  of  miles  to  receive  care. 

Although  I  am  from  a  rural  State,  I  bring  to  you  today  the  same 
concerns  about  AIDS  funding  that  are  throughout  the  country — 
New  York,  San  Francisco,  Portland,  Seattle,  Las  Vegas.  This  pan- 
demic cannot  be  fought  without  a  major  infusion  of  dollars,  and  it 
must  be  fought  in  its  totality. 

We  cannot  take  money  away  from  care  to  fund  research,  or  from 
research  to  fund  prevention,  nor  should  we  pit  one  region  of  the 
country  against  another.  We  must  give  attention  to  each  area  and 
slight  none,  for  each  program  supports  another. 

I  have  enclosed  with  my  testimony  a  document  prepared  by  the 
National  Organizations  Responding  to  AIDS.  NORA  is  a  coalition 
convened  by  the  AIDS  Action  Council  and  comprised  of  over  150 
health,  labor,  religious,  and  professional  advocacy  groups  actively 
battling  the  AIDS  epidemic,  and  the  price  tag  they  have  identified 
is  large — $3.5  billion — but  I  believe  the  loss  to  society  without  this 
spending  is  ever-increasing. 

Ultimately,  biomedical  and  behavior  research  will  provide  the 
critical  answers  for  treatment  and  prevention  of  HIV  infection.  To 
that  end,  the  need  for  $600  million  increases  in  AIDS-related  bio- 
medical and  behavioral  research  at  the  National  Institutes  of 
Health  is  justified. 

The  gains  that  have  been  made  to  date  have  had  a  direct  impact 
on  the  quality  and  duration  of  life  for  persons  with  HIV  and  AIDS, 
including  my  own,  but  AIDS  research  has  been  underfunded  for  too 
long.  Please  let  this  be  the  year  to  demonstrate  commitment  as 
never  before  to  NIH  AIDS  research. 

Absent  a  preventative  vaccine,  which  I  wish  was  just  around  the 
corner  but  certainly  is  not,  our  only  hope  of  halting  further  HIV 
transmission  is  through  a  comprehensive,  targeted  approach  to 
AIDS  prevention  throughout  the  Nation. 

This  year,  we  believe  that  the  entire  approach  to  AIDS  preven- 
tion will  be  overhauled  and  will  become  more  effective  to  meet  the 
needs  of  a  revised  prevention  strategy  with  long-term  gains,  we 
propose  a  $210  million  increase  in  prevention-related  programs, 
and  the  third  leg  of  the  triangle  for  combating  AIDS  is  care. 

Poverty  is  the  single  biggest  barrier  to  health  care  access  for  peo- 
ple with  AIDS  and  HIV  disease.  For  those  who  have  already  be- 
come infected,  we  must  ensure  that  they  receive  access  to  care  and 
services. 

To  that  end,  we  propose  $470  million  in  increases  for  discre- 
tionary health  service  programs,  including  the  Ryan  White  CARE 
Act.  We  support  the  President's  goal  of  full  funding  for  this  indis- 
pensable program.  Senator  Harkin  and  Senators  from  other  rural 
States,  I  ask  that  you  look  with  open  eyes  and  an  open  mind  at 
HIV  and  AIDS  within  your  own  States. 

If  you  have  been  told  that  AIDS  is  not  a  growing  problem  in  your 
communities,  you  have  been  misinformed.  In  Iowa  in  the  first  3 
months  of  1993  we  have  already  surpassed  in  new  cases  the  total 
number  of  diagnosed  cases  for  AIDS  in  1992.  Our  funding  for  the 
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Ryan  White  CARE  Act  in  Iowa  is  a  mere  $200,000,  and  that  is  the 
only  money  that  we  have  for  patient  care  within  the  State. 

I  ask  simply  that  any  funds  allotted  to  titles  I  and  II  of  the  Ryan 
White  CARE  Act  above  the  President's  level  of  funding  be  equally 
divided  between  title  I,  which  is  absolutely  critical  to  the  hardest 
hit  cities  but  which  my  State  cannot  access,  and  title  II,  which  is 
the  life  blood  of  this  program  for  me  and  others  living  with  the  dis- 
ease in  most  States  and  in  all  rural  States. 

As  you  know,  the  President  has  asked  for  an  additional  $227  mil- 
lion for  NIH  AIDS  research,  $310  million  additional  for  the  Ryan 
White  CARE  Act,  and  an  additional  $45  million  for  CDC  preven- 
tion programs.  Although  this  funding  is  not  adequate  to  address 
the  needs  of  the  epidemic,  it  is  a  major  statement  of  commitment 
and  leadership  for  increases  in  these  programs,  and  we  view  the 
President's  budget  as  a  minimal  level  of  funding  for  fiscal  year 
1994. 

PREPARED  STATEMENT 

As  an  American  citizen,  I  am  very  aware  of  the  economic  con- 
straints imposed  by  the  Federal  deficit.  However,  I  firmly  believe 
that  deferring  spending  that  addresses  this  epidemic  can  only  as- 
sure that  the  budgetary  impact  of  AIDS  will  be  far  greater  in  the 
years  ahead  and  that  the  loss  of  life  and  productive  years  will  be 
immense  in  Iowa  as  well  as  the  rest  of  the  Nation. 

Thank  you. 

[The  statement  follows:] 

Statement  of  David  Ellingsworth 

Chairman  Harkin  and  Members  of  the  Committee,  I  am  David  Ellingsworth  with 
the  Iowa  Center  for  AIDS  Resources  and  Education.  I  am  a  person  who  has  lived 
with  AIDS  for  IV2  years.  I  am  from  Iowa  City,  Iowa,  and  I  am  an  expert  not  only 
in  living  with  HIV  disease,  but  in  living  with  HIV  in  a  rural  area,  where  people 
still  mistakenly  believe  AIDS  is  not  a  growing  problem,  and  where  sick  people  may 
have  to  travel  hundreds  of  miles  to  receive  care. 

Although  I  am  from  a  rural  state,  I  bring  to  you  today  the  same  concerns  about 
AIDS  funding  that  are  voiced  in  New  York  and  San  Francisco,  Portland  and  Las 
Vegas,  Philadelphia  and  Seattle. 

This  pandemic  cannot  be  fought  without  a  major  infusion  of  dollars,  and  it  must 
be  fought  in  its  totality.  We  cannot  take  money  away  from  care  to  fund  research, 
or  from  research  to  fund  prevention.  Nor  should  we  pit  one  region  of  the  country 
against  another.  We  must  give  attention  to  each  area,  and  slight  none,  for  each  pro- 
gram supports  the  other.  I  have  enclosed  with  my  testimony  a  document  prepared 
by  the  National  Organizations  Responding  to  AIDS  (NORA)  coalition  that  outlines 
the  full  range  of  needed  AIDS  spending.  NORA  is  a  coalition  convened  by  the  AIDS 
Action  Council  and  comprised  of  over  150  health,  labor,  religious,  professional,  and 
advocacy  groups  actively  battling  the  AIDS  epidemic,  and  the  price  tag  they  have 
identified  is  large — $3.5  billion.  But  I  believe  the  loss  to  society  without  this  spend- 
ing is  ever-increasing. 

Ultimately,  biomedical  and  behavior  research  will  provide  the  critical  answers  for 
treatment  and  prevention  of  HrV  infection.  To  that  end,  the  need  for  $600  million 
increase  in  AIDS-related  biomedical  and  behavioral  research  at  the  National  Insti- 
tutes of  Health  is  justified.  The  gains  that  have  been  made  to  date  have  had  a  direct 
impact  on  the  quality  and  duration  of  life  for  persons  with  HrV/AIDS,  including  my 
own.  But  AIDS  research  has  been  underfunded  for  too  long.  Please,  let  this  be  the 
year  to  demonstrate  commitment  as  never  before  to  NIH  AIDS  research. 

Absent  a  preventive  vaccine,  which  I  wish  was  just  around  the  corner,  but  is  not, 
our  only  hope  of  halting  further  HIV  transmission  is  through  a  comprehensive,  tar- 
geted approach  to  AIDS  prevention  throughout  the  nation.  This  year  we  believe  that 
the  entire  approach  to  AIDS  prevention  will  be  overhauled,  and  will  become  more 
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effective.  To  meet  the  needs  of  a  revised  prevention  strategy,  with  long-term  gains, 
we  propose  a  $210  million  increase  in  prevention-related  programs. 

And  the  third  leg  of  the  triangle  for  combating  AIDS  is  care.  Poverty  is  the  big- 
gest single  barrier  to  health  care  access  for  people  with  AIDS  and  HIV  disease.  For 
those  who  have  already  become  infected,  we  must  ensure  that  they  receive  access 
to  care  and  services.  To  that  end,  we  propose  $470  million  in  increases  for  discre- 
tionary health  service  programs,  including  the  Ryan  White  CARE  Act.  We  support 
the  President's  goal  of  full  funding  for  this  indispensable  program.  Senator  Harkin, 
and  Senators  from  rural  states,  I  ask  that  you  look  with  open  eyes  and  an  open 
mind  at  HrV  and  AIDS  within  your  own  states.  If  you  have  been  told  that  AIDS 
is  not  a  growing  problem  in  your  communities — you  have  been  misinformed.  In 
Iowa,  in  the  first  3  months  of  1993,  we  have  already  surpassed,  in  new  cases,  the 
total  of  all  diagnosed  cases  for  AIDS  in  1992.  Our  funding  for  the  Ryan  White  CARE 
Act  is  a  mere  $200,000  which  is  the  only  money  for  patient  care  in  the  state.  I  ask 
simply  that  any  funds  allotted  to  Titles  I  and  II  of  the  Ryan  White  CARE  Act  above 
the  President's  level  of  funding  be  equally  divided  between  Title  I,  which  is  abso- 
lutely critical  to  the  hardest  hit  cities,  but  which  mv  state  cannot  access;  and  Title 
II,  which  is  the  lifeblood  of  this  program  for  me  and  others  living  with  this  disease 
in  most  states  and  in  all  rural  areas. 

As  you  know,  the  President  has  asked  for  an  additional  $227  million  for  NIH 
AIDS  research;  310  million  additional  dollars  for  the  Ryan  White  CARE  Act,  and 
an  addition  of  $45  million  for  CDC  prevention  programs.  Although  this  funding  is 
not  adequate  to  address  the  needs  of  the  epidemic,  it  is  a  major  statement  of  com- 
mitment and  leadership  for  increases  in  these  programs.  We  view  the  President's 
budget  as  the  minimal  level  of  funding  for  fiscal  year  1994. 

As  an  American  citizen,  I  am  very  aware  of  the  economic  constraints  imposed  by 
the  federal  deficit.  However,  I  firmly  believe  that  deferring  spending  that  addresses 
this  epidemic,  can  only  assure  that  the  budgetary  impact  of  AIDS  will  be  far  greater 
in  years  ahead,  and  that  the  loss  of  life  and  productive  years  will  be  immense,  in 
Iowa  as  well  as  the  rest  of  the  nation.  Thank  you. 

Senator  Harkin.  Thank  you  very  much. 

David,  are  there  any  particular  problems  with  those  who  are  suf- 
fering from  AIDS  in  rural  States  like  Iowa?  Are  there  any  particu- 
lar problems  as  distinguished  from  those  that  are  maybe  living  in 
our  more  urban  areas? 

Mr.  ELLINGSWORTH.  Well,  I  think  the  biggest  difficulty  is  access 
to  care.  We  have  hospitals  like  the  University  of  Iowa  Hospital, 
who  have  a  virology  clinic,  and  there  is  a  hospital  in  Des  Moines, 
but  other  than  that,  those  are  the  two  centers  for  people  on  disabil- 
ity and  so  forth  where  they  can  receive  care. 

So  the  problem  is  not  only  transportation,  drug  costs,  because 
our  drug  reimbursement  program  is  no  longer  in  existence,  that  is 
forced  to  come  out  of  these  dollar  amounts. 

We  receive  about  $51,000  for  southeast  Iowa.  We  spent  90  per- 
cent. 

Senator  Harkin.  Is  that  for  title  II? 

Mr.  ELLINGSWORTH.  For  title  II,  and  we  have  four  regions  in  the 
State,  so  that  does  not  go  very  far  when  it  is  to  include  drugs  as 
well  as  to  include  transportation  expenses  and  accessing  diagnostic 
tests  and  so  forth  for  continuing  life. 

Senator  Harkin.  How  many  new  cases  were  there  this  year? 

Mr.  ELLINGSWORTH.  This  year,  we  had  a  total  of  119  new  cases 
over  last  year,  which  for  the  12-month  period  was  108. 

Senator  HARKIN.  Thank  you  very  much,  David. 

Dr.  Hein,  you  mentioned  this  area  in  Des  Moines  where  they  had 
higher  infant  mortality  rates  than  Third  World  countries.  I  was  in 
that  area  just  a  few  weeks  ago,  and  while  it  is  a  low-income  area, 
I  mean,  it  is  not  a  destitute  area. 

I  mean,  I  do  not  think  you  could  classify  it  as  slums,  or  anything 
like  that.  I  mean,  I  drove  around  the  area.  It  is  low  income.  I  am 
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just  wondering  what  causes  this.  I  mean,  is  it  just  a  lack  of  infor- 
mation? Is  it  a  lack  of  support?  It  seems  to  me  there  are  agencies 
there  that  are  trying  to  provide  outreach  programs. 

I  was  at  a  center  there  located  in  the  Lutheran  Church  on  the 
East  Side  of  Des  Moines  where  they  have  programs  of  support  for 
young  mothers  and  young  expectant  mothers-to-be.  What  else  could 
we  possibly  do?  Is  this  resource  mother  program,  is  that  the  an- 
swer to  it? 

Dr.  Hein.  I  think  that  is  clearly  one  of  the  answers.  I  think  your 
staff  is  aware,  and  they  probably  informed  you  of  something  we 
started.  I  started  a  program  earlier  this  past  year  entitled,  "The 
Des  Moines  Infant  Mortality  Prevention  Center." 

It  is  currently  being  funded  by  Blue  Cross  &  Blue  Shield,  and  a 
couple  of  the  hospitals,  so  it  is  very  much  a  community  effort.  This 
is  not  a  specific  health  department  effort,  although  the  health  de- 
partment is  very  much  involved  with  this,  and  we  are  trying  to  an- 
swer those  very  questions,  because  I  think  anyone  who  looks  you 
in  the  eye  and  says  yes,  we  know  all  there  is  to  know  about  infant 
mortality  is  just  lying  to  you. 

I  have  really  spent  the  last  21  years  of  my  life  looking  at  these 
very  issues,  and  early  on  the  problems  were  medical.  I  still  travel 
around  the  State  and  visit  all  the  hospitals,  and  it  used  to  be  we 
literally  put  out  fires.  You  would  see  two  or  three  babies  laying 
there  that  had  preventable  diseases.  They  were  dying.  Or  else  you 
just  reviewed  a  couple  of  charts  of  babies  that  had  died. 

Now  when  I  travel  around  the  State,  it  is  really  very  unusual  to 
find  a  medically  preventable  death.  It  just  does  not  happen  very 
often,  but  the  causes  are  now  social,  and  like  you,  I  have  driven 
around  those  areas,  driven  back  and  forth  on  those  streets. 

There  are  actually  three  areas.  Census  track  17  is  probably  the 
one  you  went  through  that  has  very  highest  numbers.  It  is  cer- 
tainly not  an  out-and-out  ghetto.  It  is  not  Cabrini-Green  type  of  an 
atmosphere,  but  obviously  when  you  look  at  the  numbers  the  aver- 
age income  is  low. 

There  are  more  people  in  the  less  than  $10,000  and  $10,000  to 
$20,000  range  and  so  forth,  but  I  think  that  what  has  happened 
to  a  lot  of  people  is  that  very  disenfranchisement  that  I  talked 
about. 

A  lot  of  the  people  that  live  in  those  areas  used  to  be  the  blue 
collar  workers  that  worked  in  the  meat-packing  industry,  the  rub- 
ber industry  and  so  forth.  Those  jobs  have  dried  up.  There  is  not 
any  place — the  insurance  industry  has  kind  of  taken  over  economi- 
cally where  those  programs  left  off,  and  there  has  not  been  any  re- 
training of  those  people.  I  think  that  is  part  of  the  problem. 

The  other  part  of  the  problem  is,  as  I  alluded  to,  I  really  do  not 
think  there  are  people  that  really  get  out  and  meet  the  needs  of 
those  people  living  in  those  census  tracks. 

It  is  not  all  teenagers.  A  lot  of  it  is  the  repeat  pregnancies,  the 
teenager  who  did  get  pregnant  at  14,  15,  16,  but  then  goes  on  and 
has  three  more  children  before  she  is  22.  That  is  part  of  the  prob- 
lem. 

When  you  look  at  the  figures,  the  average  age  of  women  having 
those  kids  that  become  deaths  maybe  like  21,  22,  23,  but  that  real- 
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ly  does  not  belie  the  social  problem  that  that  represents,  so  what 
we  are  trying  to  do  is  to  find  out  precisely  what  those  causes  are. 

I  have  a  panel  of  people  that  meets  quarterly.  We  present  all  the 
things  that  we  find,  and  we  are  out  interviewing  everyone,  Senator. 
We  are  gathering  data.  We  review  it  critically,  and  then  we  present 
this  to  this  panel,  and  then  they  act  on  it  on  the  spot. 

I  am  excited  about  this.  I  think  that  is  going  to  help.  If  we  had 
some  more  money  for  resource  mothers  it  would  help  a  lot,  too. 

Senator  Harkin.  I  have  always  been  enthusiastic  about  the  re- 
source mother  concept.  I  have  seen  it  work  in  other  parts  of  the 
country,  and  it  really  does,  it  cuts  through  the  bureaucracy,  it  cuts 
through  the  inability  to  communicate.  It  is  a  great  program. 

Dr.  HEIN.  Could  I  add  one  more  thing,  please?  There  has  been 
a  great  fear  among  my  colleagues  and  me  that  as  we  get  into 
health  care  reform  people  get  the  idea  that  we  are  going  to  have 
a  blanket  that  covers  all,  everybody  can  access  health  care,  and 
that  suddenly  all  these  disenfranchised  people  are  going  to  be  en- 
franchised and  we  are  not  going  to  need  the  old  programs.  We  are 
not  going  to  need  title  V. 

Senator,  I  am  here  to  tell  you  that  the  maternal  and  child  health 
block  grant  is  important  now  and  will  continue  to  be. 

As  I  said,  in  Iowa,  if  people  really  want  health  care  they  can  find 
it.  It  is  there,  but  yet  they  do  not  get  it,  and  the  way  they  get  it 
is  through  us  reaching  out  to  them,  and  that  is  what  these  pro- 
grams are  all  about,  so  I  hope  you  will  strike  a  blow  for  the  block 
grants,  too. 

Senator  Harkin.  Beverly,  welcome  again.  You  have  been  here  be- 
fore, and  I  followed  your  case  and  the  case  of  your  family  very 
closely,  as  you  know.  You  pointed  out  we  are  making  some  great 
strides  in  finding  the  genetic  tracers  for  Marfan  syndrome.  I  think 
we  are  pretty  close. 

Ms.  Kiefer.  Very  close. 

Senator  Harkin.  And  that  is  why  I  am  encouraged  by  the  Clin- 
ton administration's  requesting  a  record  amount  of  money  for  the 
human  genome  research  project.  The  sooner  we  can  complete  that, 
the  better  off  we  are  all  going  to  be,  and  of  course  part  of  it  is  in- 
volved in  finding  the  genetic  tracers  for  Marfan  syndrome. 

Ms.  Kiefer.  I  agree. 

Senator  Harkin.  Kathy  Lemkau — am  I  pronouncing  that  right? 

Ms.  Lemkau.  That  is  right. 

Senator  Harkin.  There  are  some  things,  you  know,  that  happen 
in  your  life  that  you  never  forget,  and  I  will  never  forget  when  I 
was  a  young  attorney  just  out  of  law  school  and  I  was  working  for 
Legal  Aid  in  Des  Moines,  and  one  of  my  first  clients  was  a  woman 
who  was  about  to  lose  her  child  to — at  that  time  I  think  it  was 
called  public  welfare,  or  whatever  it  was  called  at  that  time  in  Des 
Moines,  because  she  was  accused  of  child  abuse,  and  so  I  was 
asked  to  represent  her. 

I  will  never  forget  interviewing  her  and  then  going  out  to  the 
apartment  she  lived  in  with  a  young  child,  interviewing  her  boy- 
friend, and  then  seeing  this  young  child  that  had  been  terribly 
physically  abused — broken  bones,  cigarette  burns — and  the  total 
denial  of  the  mother  that  this  had  ever  happened,  total  denial. 
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As  her  attorney,  I  was  supposed  to  represent  her  best  interest, 
but  to  see  the  type  of  abuse  this  young  child  faced,  I  was  just  very 
torn.  To  me  it  was  something  I  will  never  forget.  You  see  it  once, 
you  never  forget  it,  and  so  I  nave  kept  up  an  interest  in  this  area 
ever  since. 

It  has  always  been  a  very  confounding  issue  on  how  you  reach 
out  to  people  in  preventative  ways  to  keep  this  from  happening.  I 
mean,  we  obviously  can  get  there  afterward  sometimes,  but  a  lot 
of  times  the  damage,  as  you  pointed  out,  is  done.  It  is  not  so  much 
physical,  it  is  the  psychological  damage  that  is  done  for  a  lifetime 
after  that.  Any  thoughts  on  how  we  get  there  early? 

Ms.  Lemkau.  Absolutely.  I  would  have  to  say  that  I  completely 
agree  with  Dr.  Hein  as  far  as  the  importance  of  the  home  visiting 
services  for  at-risk  families  as  a  way  to  really  do  this. 

There  is  no  question  that  people  are  against  child  abuse  when 
you  see  it  and  when  you  talk  about  it,  and  people  come  out  of  the 
woodwork  that  this  has  affected.  It  is  amazing  the  number  of  peo- 
ple that  have  been  abused  out  there,  and  the  children  that  you  see 
that  will  grow  up  with  a  lack  of  self  esteem  and  may  fill  our  prison 
systems,  and  the  kinds  of  things  that  are  happening  to  our  society 
because  of  abuse. 

There  is  no  question  that  we  are  against  abuse.  What  is  effective, 
and  basically  what  is  effective  and  what  is  cost-effective  as  well, 
are  these  prevention  services  that  have  to  do  with  home  visiting, 
and  that  is  empowering  parents. 

That  is  giving  them  the  tools  to  educate  them  so  that  they  know 
that  they  are  abusing,  or  so  that  they  know  how  to  deal  with  a  vio- 
lent temper,  or  they  know  how  to  discipline  their  children  effec- 
tively, and  this  was  actually  found  in  a  study  that  you  commis- 
sioned by  the  General  Accounting  Office  and  that  found  independ- 
ent research  studying  the  effectiveness  of  it. 

Now,  what  is  wonderful  about  this  is  that  it  empowers  parents, 
it  strengthens  our  family  unit,  and  preventing  child  abuse  and  ne- 
glect is  just  one  byproduct  of  it.  It  also  prevents  infant  mortality 
and  low  birth  weight  and  a  lot  of  other  things  like  our  juvenile 
problems  and  things  like  that,  and  it  also  decreases  the  need  for 
us  to  intervene,  and  that  is  where  we  spend  a  tremendous  amount 
of  money  on  programs  that  are  a  lot  less  effective  than  the  preven- 
tion programs  that  we  could  have  out  there  like  home  visiting. 

I  completely  agree  with  you  that  when  you  work  in  this  area  you 
are  torn.  No  one  wants  to  go  in  and  disrupt  families,  but  we  cer- 
tainly have  to  protect  the  rights  of  our  children.  These  home  visit- 
ing programs  are  set  up  on  a  voluntary  basis  for  families  who  have 
a  lack  of  resources — a  lack  of  resource  in  education,  a  lack  of  re- 
source in  health  care  and  day  care  and  things  like  that.  These  pro- 
grams provide  parents  with  resources  which  helps  to  prevent  child 
abuse  and  neglect. 

Senator  Harkin.  Thank  you  very  much.  I  appreciate  all  the  work 
you  are  doing  in  this  area.  I  thank  all  of  you  for  being  here  today. 

STATEMENT  OF  WILLIAM  M.  COENEN,  ADMINISTRATOR,  COMMUNITY 
BLOOD  CENTER  KANSAS  CITY,  MO 

Senator  Harkin.  The  next  panel  will  be  Corinne  Curry,  the  Chil- 
dren's Blood  Foundation,  William  Coenen,  the  Council  of  Commu- 
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nity  Blood  Centers,  Edward  Snyder,  American  Association  of  Blood 
Banks  and  Raymond  Woosley,  NHLBI  Constituency  Group.  If  you 
would  all  come  up  and  take  places  at  the  table. 

William  Coenen,  Corinne  Curry,  Ed  Snyder,  and  Raymond 
Woosley. 

Thank  you  all  and  welcome  to  the  subcommittee.  And  again,  your 
statements  will  be  made  a  part  of  the  record.  If  we  could  abide  by 
the  3  minute  rule,  I  would  certainly  appreciate  it.  And  we  will  start 
with  William  Coenen. 

Mr.  Coenen.  Mr.  Chairman  and  distinguished  committee  mem- 
bers, I  am  Bill  Coenen,  administrator,  Community  Blood  Center  of 
Greater  Kansas  City,  which  serves  the  transfusion  needs  of  nearly 
2  million  people  in  northwest  Missouri  and  eastern  Kansas. 

I  am  also  president  of  the  Council  of  Community  Blood  Centers, 
which  is  also  known  as  CCBC. 

I  am  pleased  today  to  present  CCBC's  concerns  on  the  research 
priorities  of  the  National  Heart,  Lung  and  Blood  Institute.  Our  56 
regional  blood  programs  collect  one-third  of  the  Nation's  volunteer 
donor  blood  supply.  Many  of  our  centers  are  actively  engaged  in 
both  basic  and  applied  research  in  transfusion  medicine. 

We  appreciate  the  committee's  previous  support  of  initiatives  in 
this  area.  We  urge  Congress  to  elevate  blood  safety  to  one  of  the 
highest  priorities  for  NHLBI's  research  activities.  The  demand  for 
blood's  life  saving  properties  is  growing  and  will  continue  to  grow. 

But  while  transfusions  save  millions  of  lives  each  year,  as  we 
learned  during  the  early  days  of  the  AIDS  epidemic,  blood  can  in- 
fect some  of  those  lives  who  we  help  save.  Today,  due  to  rigorous 
screening  and  testing  procedures,  the  blood  supply  has  never  been 
safer.  But  because  no  one  can  appear  here  today  and  guarantee 
that  blood  is  perfectly  safe,  we  must  continue  to  pursue  research 
that  allows  the  best  use  of  technologies  capable  of  improving  blood 
safety. 

A  number  of  technologies  exist  today  that  in  combination  might 
reduce  or  eliminate  the  risk  of  infectious  disease  from  blood  trans- 
fusions. But  because  blood  components  are  not  a  commercialized 
product,  there  is  inadequate  private  funding  to  spur  this  research. 

CCBC  believes  that  the  most  practical  research  investment  is  to 
increase  the  safety  of  blood  donated  by  volunteers  through  a 
multifaceted  approach,  including  viral  inactivation  of  blood  compo- 
nents, improved  donor  screening  technologies  and  the  development 
of  strategies  to  reduce  the  need  for  transfusions  and  increase  the 
use  of  procedures  whereby  a  patient  provides  his  or  her  own  blood. 
Toward  this  end,  we  have  several  specific  recommendations  for 
which  we  respectfully  seek  adequate  Federal  dollars. 

First,  we  ask  that  new  funding  be  made  available  to  the  NHLBI 
for  a  broad-based  study  on  blood  safety.  Such  a  study  should  exam- 
ine existing  and  emerging  technologies  to  determine  the  most  prac- 
tical use  of  research  funds  to  assure  and  improve  blood  safety  now 
and  into  the  next  century. 

It  should  also  examine  the  feasibility  of  blood  substitutes 
weighed  against  the  feasibility  of  making  existing  blood  compo- 
nents safer. 

Two,  it  is  imperative  that  the  committee  express  specific  support 
for  the  continued  funding  of  the  retroviral  epidemiology  and  donor 
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study  that  is  developing  more  effective  screening  to  eliminate  blood 
donors  at  risk  for  transmitting  diseases. 

Three,  additional  funding  must  be  given  so  that  research  is  in- 
tensified on  the  collection,  isolation  and  culture  of  stem  cells.  A 
breakthrough  in  this  area  will  aid  in  the  success  of  bone  marrow 
transplants. 

Moreover,  since  stem  cells  are  the  progenitors  of  all  blood  cells, 
the  successful  culture  of  these  cells  might  allow  a  true  blood  sub- 
stitute to  be  grown  in  the  aseptic  conditions  of  a  pharmaceutical  or 
biologic  company. 

PREPARED  STATEMENT 

In  combination,  these  initiatives  address  both  the  short-term  and 
the  long-term  goals  for  maximizing  safe  blood  transfusions  for  the 
millions  of  Americans  who  depend  on  the  life  saving  properties  of 
this  mode  of  therapy. 

Patients  and  the  blood  centers  that  serve  them  nationwide  will 
benefit  from  the  implementation  of  these  priorities. 

Thank  you  for  the  opportunity  to  appear  here  today. 

Senator  Harkin.  Thank  you  very  much,  Mr.  Coenen,  for  that  tes- 
timony. 

[The  statement  follows:] 

Statement  of  William  M.  Coenen 

Mr.  Chairman  and  distinguished  Committee  members,  I  am  William  Coenen,  Ad- 
ministrator of  the  Community  Blood  Center  of  Greater  Kansas  City,  which  serves 
the  transfusion  needs  of  the  1.9  million  people  in  northwest  Missouri  and  eastern 
Kansas.  I  am  also  president  of  the  Council  of  Community  Blood  Centers,  which  is 
also  known  as  CCBC. 

I  am  pleased  today  to  present  CCBC's  concerns  on  the  research  priorities  for  the 
National  Heart,  Lung  and  Blood  Institute.  Our  56  regional  blood  programs  collect 
one-third  of  the  nation's  volunteer  donor  blood  supply.  Many  of  our  centers  are  ac- 
tively engaged  in  both  basic  and  applied  research  in  transfusion  medicine.  We  ap- 
preciate the  Committee's  previous  active  support  of  initiatives  in  this  area  and  urge 
continued  support  for  investigator-initiated  research  as  well  as  such  programs  as 
the  Specialized  Centers  of  Research  (SCOR). 

We  urge  Congress  to  elevate  blood  safety  to  one  of  the  highest  priorities  for 
NHLBI's  research  activities.  The  demand  for  blood's  lifesaving  properties  is  growing 
and  will  continue  to  grow.  Bone  marrow  and  other  solid-organ  transplants  would  be 
impossible  without  the  availability  of  blood  components.  Many  advances  in  cancer 
therapy  in  the  last  twenty  years  would  not  have  been  possible  without  the  availabil- 
ity of  components.  But,  while  transfusions  save  millions  of  lives  each  year,  as  we 
learned  during  the  early  days  of  the  AIDS  epidemic,  tragically  blood  can  infect  some 
of  those  whose  lives  it  helps  save. 

Today,  due  to  rigorous  screening  of  donors  during  the  interview  process  for  risk 
factors  associated  with  transmissible  diseases,  coupled  with  the  testing  for  seven  in- 
fectious disease  markers,  the  blood  supply  has  never  been  safer.  These  robust  proce- 
dures also  help  to  screen  out  potential  new  transmissible  bloodborne  diseases.  Be- 
cause no  one  can  appear  here  today  and  aver  that  the  blood  supply  is  perfectly  safe, 
we  therefore  must  continue  to  pursue  research  that  allows  the  best  use  of  tech- 
nologies capable  of  improving  blood  safety  and  preempting  potential  new  threats  to 
the  blood  supply.  While  a  completely  safe  blood  supply  is  a  distant  goal,  the  public 
currently  expects  that  blood  will  be  as  safe  as  it  can  be.  Blood  transfusions  still  re- 
main the  only  risk  for  people  whose  lifestyles  avoid  behaviors  that  transmit  diseases 
by  exchange  of  bodily  fluids. 

A  safety  model  exists  that  may  be  applied  to  blood  transfusion.  Ten  years  ago, 
before  the  existence  of  the  AIDS  virus  was  known,  nearly  10,000  patients  with  he- 
mophilia were  infected  from  pharmaceuticals  derived  from  unknowingly  contami- 
nated plasma.  Since  then,  those  products  have  been  rendered  virtually  disease  free 
due  to  a  number  of  incremental  but  significant  treatment  steps.  Those  steps  were 
developed  with  a  combination  of  public  and  private  research  funding. 
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A  number  of  technologies  exist  today  that  in  combination  might  reduce  or  elimi- 
nate the  risk  of  infectious  disease  from  blood  transfusions.  But,  because  blood  com- 
ponents are  not  a  commercialized  product,  there  is  inadequate  private  funding  to 
spur  this  research.  In  the  past,  NIH  funded  some  basic  research  into  inactivating 
infectious  agents  transmitted  by  blood.  This  funding  is  expiring — moreover  the  fund- 
ing to  date  has  been  insufficient  to  assure  that  these  technologies  are  rapidly  devel- 
oped to  the  point  of  practical  implementation. 

While  there  is  substantial  public  interest  in  the  area  of  red  blood  cell  substitutes, 
a  recent  Congressionally-directed  study  from  the  Naval  Research  Advisory  Commit- 
tee (NRAC  92-2)  found  that  unless  the  Federal  government  pours  over  $50  million 
into  research,  these  substitutes  are  unlikely  to  be  a  reality  in  this  century.  And  even 
if  such  funds  are  expended,  it  is  unlikely  that  blood  substitutes  would  be  able  to 
replace  most  of  the  10  million  annual  red  blood  cell  transfusions.  Moreover,  there 
is  little  substantial  research  developing  a  substitute  for  the  8  million  platelet  trans- 
fusions used  each  year  to  support  cancer  and  bone  marrow  transplant  patients. 

CCBC  RECOMMENDATIONS 

CCBC  believes  that  the  most  practical  research  investment  is  to  increase  the  safe- 
ty of  blood  donated  by  volunteers  through  a  multifaceted  approach  including  viral 
inactivation  of  blood  components,  improved  donor  screening  technologies,  and  devel- 
opment of  strategies  to  reduce  the  need  for  transfusions  and  increase  the  use  of  pro- 
cedures whereby  a  patient  provides  his  or  her  own  blood. 

Toward  this  end  we  have  four  specific  recommendations  for  which  we  respectfully 
seek  adequate  federal  dollars  and  explicit  Congressional  directives  in  the  appro- 
priate Appropriations  Committee  reports. 

First,  we  ask  that  new  funding  be  made  available  to  the  NHLBI  for  a  broad-based 
study  on  blood  safety.  Such  a  study  should  examine  existing  and  emerging  tech- 
nologies to  determine  the  most  practical  use  of  research  funds  to  assure  and  im- 
prove blood  safety  now  and  into  the  next  century.  It  should  also  examine  the  fea- 
sibility of  blood  substitutes  weighed  against  the  feasibility  of  making  existing  blood 
components  safer. 

Second,  it  is  imperative  that  this  Committee  express  specific  support  for  continued 
funding  of  the  Retroviral  Epidemiology  in  Donors  Study  (REDS)  that  is  developing 
more  effective  screening  to  interdict  blood  donors  at  risk  for  transmitting  diseases. 

Third,  additional  funding  must  be  appropriated  so  that  research  is  intensified  on 
the  collection,  isolation  and  culturing  of  stem  cells.  A  break-through  in  this  area  will 
aid  in  the  success  of  bone  marrow  transplants.  Moreover,  since  stem  cells  are  the 
progenitors  of  all  blood  cells,  the  successful  culture  of  these  cells  might  allow  a  true 
blood  substitute  to  be  grown  in  the  antiseptic  conditions  of  a  pharmaceutical  or  bio- 
logics  company. 

Fourth,  it  is  imperative  that  funding  be  made  available  to  improve  hemapheresis 
technology  and  to  extend  the  storage  of  platelets.  Both  initiatives  can  help  improve 
blood  safety  by  making  platelets  from  safe  donors  more  readily  available.  These 
strategies  also  will  help  aid  in  the  success  of  bone  marrow  transplantation. 

In  combination,  these  four  initiatives  address  both  the  short-term  and  the  long- 
term  goals  for  maximizing  safe  blood  transfusions  for  the  millions  of  Americans  who 
depend  on  the  lifesaving  properties  of  this  mode  of  therapy.  Patients,  and  the  blood 
centers  that  serve  them  nationwide,  will  benefit  from  the  implementation  of  these 
priorities. 

We  also  urge  support  for  safety  and  efficacy  studies  of  transfusion  needs  of  low 
birth  weight  babies,  who  depend  on  blood  for  their  survival.  Such  studies  would  es- 
pecially help  African-American  and  other  racial  minorities  with  high  infant  mortal- 
ity rates. 

We  respectfully  ask  that  the  Appropriations  Committee  consider  and  address 
these  pressing  needs,  both  by  providing  adequate  funding  levels  and  by  clear  report 
language  directives  to  NHLBI. 

Thank  you  for  the  opportunity  to  express  our  concerns  and  to  appear  here  today. 

STATEMENT    OF    CORINNE    CURRY,    EXECUTIVE    DIRECTOR    CHDL- 
DREN'S  BLOOD  FOUNDATION 

Senator  Harkin.  And  now  Corinne  Curry  with  the  Children's 
Blood  Foundation. 

Ms.  Curry.  Thank  you.  Mr.  Chairman,  Children's  Blood  Founda- 
tion and  its  division  of  Pediatric  Hematology,  Oncology  at  the  New 
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York  Hospital,  Cornell  Medical  Center,  appreciates  the  opportunity 
to  testify  today. 

Children's  Blood  Foundation  began  as  a  private  organization  in 
1952  as  a  one-room  transfusion  clinic  dedicated  to  a  new  concept, 
the  outpatient  care  of  children  who  require  regular  blood  trans- 
fusion for  survival. 

Children's  Blood  Foundation  is  dedicated  to  support  research  for 
and  clinical  of  children  with  blood  disorders,  including  hemophilia, 
Cooley's  anemia,  all  chronic  anemias,  sickle  cell  anemia,  leukemia, 
and  solid  tumors  and  transfusion-related  AIDS. 

A  small  organization,  we  have  raised  $3.5  million  in  just  the  last 
3  years  from  private  sources.  Since  its  founding,  CBF  has  provided 
the  infrastructure  for  multiple  research  scientists  and  their  labora- 
tories. Studies  supported  by  grants  from  the  NHLBI,  NICHD, 
NIAID,  or  the  NIDDK. 

Despite  the  advances  in  the  field  of  hematology  research  and  the 
understanding  of  the  molecular  basis  of  the  disease,  research  fund- 
ing has  declined  both  in  the  National  Heart,  Lung  and  Blood  Insti- 
tute and  at  the  National  Institute  of  Diabetes  and  Digestive  and 
Kidney  Disease. 

At  the  NHLBI,  appropriations  have  declined  in  constant  dollars 
to  fiscal  year  1987  levels,  a  rate  of  3  percent  per  year.  And  at  the 
NIDDK,  the  hematology  program  has  declined  in  constant  dollars 
at  the  rate  of  3.75  per  annum  since  fiscal  year  1987. 

These  trends  really  should  be  stopped.  Hemophilia  could  be  the 
first  disease  to  be  cured  if  the  investigator  who  puts  the  normal 
gene  in  the  muscle  of  the  patient  could  discover  why  that  gene 
stops  producing  the  normal  factor  in  a  short  period  of  time. 

Funding  in  these  areas  would  impact  AIDS  in  the  transfused 
population,  a  stunning  defeat  for  those  infected  with  one  poten- 
tially fatal  disease,  hemophilia,  and  now  struck  with  a  certain  kill- 
er, AIDS. 

It  is  our  hope  that  you  will  increase  funding  in  these  institutions 
at  the  following  levels;  NHLBI,  $1.54  billion,  NIDDK,  $835.2  mil- 
lion. We  understand  there  are  many  areas  of  research  that  are 
worthy  and  needing  of  funding. 

But  our  works  in  progress  and  our  research  will  assure  a  quality 
of  life  for  afflicted  children  as  cures  for  Cooley's  anemia  and  hemo- 
philia lie  just  on  the  horizon  waiting  for  your  appropriate  funding. 

PREPARED  STATEMENT 

I  want  to  thank  you,  Mr.  Chairman,  for  this  opportunity,  as  well 
as  your  comments.  And  speaking  on  behalf  of  Dr.  Hilgartner,  we 
will  try  to  answer  any  questions  you  might  have. 

Senator  Harkin.  Thank  you  very  much,  Corinne. 

[The  statement  follows:] 

Statement  of  Margaret  W.  Hilgartner,  M.D. 

Mr.  Chairman  and  Subcommittee  members,  the  Children's  Blood  Foundation  and 
its  Division  of  Pediatric  Hematology/Oncology  at  the  New  York  Hospital/Cornell 
Medical  Center,  appreciate  the  opportunity  to  testify  before  this  Subcommittee 
about  appropriations  in  fiscal  year  1994  for  the  National  Institute  of  Health. 

Since  this  is  the  first  time  we  have  had  the  privilege  of  coming  before  you,  I'd 
like  to  take  some  time  to  introduce  you  to  our  organization  and  our  work. 
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Children's  Blood  Foundation  ("CBF")  was  founded  in  New  York  over  40  years  ago 
by  concerned  physicians  and  laymen  for  the  purpose  of  supporting  research  and  clin- 
ical care  of  children  afflicted  with  blood  diseases  and  malignancies.  CBF  began  in 
1952  as  a  one-room  transfusion  clinic  dedicated  to  a  new  concept — the  out-patient 
care  of  children  who  required  regular  blood  transfusions  for  survival. 

This  practice  has  revolutionized  the  treatment  of  the  chronically  ill,  not  just  for 
children  with  blood  disorders,  but  all  patients  requiring  routine  blood  transfusions, 
and  allows  a  more  normal  lifestyle  while  cutting  the  staggering  costs  of  in-patient 
care. 

CBF  has  grown  and  is  now  dedicated  to  support  research  for  and  clinical  care  of 
children  with  blood  disorders,  including  hemophilia,  00016/3  Anemia  (Thalassemia), 
all  chronic  anemias,  Sickle  Cell  Anemia,  leukemia  and  solid  tumors,  and  trans- 
fusion-related AIDS,  among  other  illnesses. 

CBF's  Division  at  The  New  York  Hospital-Cornell  Medical  Center  is  one  of  the 
country's  leading  centers  for  the  training  of  physicians  in  research  and  clinical  care 
in  the  field  of  pediatric  hematology  and  oncology. 

Since  its  founding,  CBF  has  provided  the  infrastructure  for  multiple  research  sci- 
entists and  their  laboratories.  The  research  studies  carried  out  by  these  investiga- 
tors are  all  being  supported  by  grants  by  the  National  Heart,  Lung  and  Blood  Insti- 
tute (NHLBI),  National  Institute  of  Child  Health  and  Human  Development 
(NICHD),  National  Institute  of  Allergy  and  Infectious  Diseases  (NIAID)  or  National 
Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK)  and  include: 

Dr.  Robert  Grady — has  developed  Iron  Chelators  for  subcutaneous  and  oral  use 
to  facilitate  the  removal  of  iron  in  patients  with  transfusion-induced  iron  overload, 
work  which  has  been  supported  by  the  NIDDK  and  NHLBI. 

Dr.  Patricia  Giardina — has  improved  the  clinical  transfusion  care  of  the  Cooley's 
Anemia  patients  with  practices  that  have  changed  the  lives  of  these  patients  and 
have  added  fifteen  to  twenty  years  to  their  life-spans.  Victims  of  this  eventually 
fatal  disease,  who  once  expected  to  die  in  their  early  teens  are  now  going  to  school, 
getting  married  and  participating  in  everyday  life  in  a  near-normal  way,  as  self-sup- 
porting productive  citizens.  The  stellar  work  in  transfusion  therapy  and  chelation 
therapy  done  by  these  two  investigators,  one  in  basic  science  supported  by  NIDDK, 
and  one  in  clinical  research  supported  by  NHLBI,  was  reported  to  you  by  Dr. 
Lenfant  last  year  as  an  example  oi  the  excellent  outcome  that  these  funds  have  pro- 
duced. 

Dr.  Ursula  Mueller-Eberhardt — supported  by  NIDDK  has  been  investigating  iron 
metabolism  and  the  toxic  effect  of  iron  overload  for  twenty  years. 

Dr.  Katherine  A.  Hajjar — supported  by  the  NHLBI  has  been  investigating  the 
pathophysiology  of  thrombosis  and  has  identified  and  cloned  a  receptor  crucial  to 
clot  lysis  (t-PA)  on  the  surface  of  the  blood  vessel. 

Dr.  James  Bussel — has  been  designing  new  treatments  for  autoimmune 
thrombocytopenis  common  to  childhood,  in  patients  with  HrV  disease,  and  in  preg- 
nant women.  The  basic  research  was  supported  by  NHLBI. 

I  have  been  interested  in  the  clinical  care  of  patients  with  hemophilia  and  have 
been  instrumental  in  devising  self- transfusion  programs,  new  plasma-derived  prod- 
ucts, and  a  comprehensive  model  of  care  that  has  allowed  these  patients  full  activity 
in  society.  We  have  joined  with  other  groups  of  the  NCI  Hemophilia  Cohort  Study 
to  study  the  natural  history  of  HrV  disease  in  the  hemophiliac  and,  with  the  support 
of  NICHD,  have  begun  a  long-term  assessment  of  the  effect  of  the  HrV  virus  on 
growth  and  development  of  the  growing  child  with  hemophilia. 

Our  prime  areas  of  concern  have  been  that  of  anemia,  coagulation  in  the  newborn, 
platelet  abnormalities  and  iron  overload.  Despite  the  advances  in  the  field  of  hema- 
tology research  and  the  understanding  of  the  molecular  basis  of  the  disease,  re- 
search funding  has  declined  at  both  the  NHLBI  and  at  NIDDK. 

At  the  NHLBI,  appropriations  have  declined  in  constant  dollars  to  fiscal  year 
1987  levels:  a  rate  of  3  percent  per  annum.  And  at  the  NIDDK,  the  hematology  pro- 
gram has  declined  in  constant  dollars  at  the  rate  of  3.75  percent  per  annum  since 
fiscal  year  1987. 

These  trends  must  be  stopped  and,  if  at  all  possible,  reversed,  if  investigators  are 
expected  to  continue  to  make  strides  in  understanding  these  diseases.  Hemophilia 
could  be  the  first  disease  to  be  cured  if  the  investigator  who  puts  the  normal  gene 
in  the  muscle  of  the  patient  could  discover  why  that  gene  stops  producing  the  nor- 
mal factor  in  a  short  period  of  time.  Or,  if  the  ability  to  turn  on  the  production  of 
normal  adult  hemoglobin  could  be  found  for  the  patient  with  sickle  cell  anemia  or 
thalassemia. 

Funding  in  these  areas  would  impact  AIDS  in  the  transfused  population — a  stun- 
ning defeat  for  those  infected  with  one  potentially  fatal  disease,  hemophilia,  and 
now  struck  with  a  second,  certain  killer,  AIDS. 
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Finally,  we  recommend  the  hematology  research  in  NHLBI  and  NIDDK  be  funded 
at  increased  levels  that  can  keep  pace  with  investigators  in  the  field  meeting  new 
challenges. 

It  is  our  hope  that  you  fund  these  institutes  at  the  following  levels:  NHLBI — $1.54 
billion;  and  NlDDK— $835.2  million. 

There  are  many  areas  of  research  that  are  worthy  and  needing  of  funding.  Our 
expertise,  our  works  in  progress  and  our  concern  is  to  continue  the  research  that 
will  assure  a  quality  life  for  afflicted  children,  as  cures  for  thalassemia  and  hemo- 
philia lie  just  on  the  horizon — waiting  for  appropriate  funding. 

I  want  to  thank  you  again,  Mr.  Chairman,  for  this  opportunity.  I  welcome  your 
comments  and  would  be  delighted  to  answer  any  questions  that  you  or  your  staff 
may  have. 

STATEMENT  OF  EDWARD  L.  SNYDER,  M.D.,  PROFESSOR  AND  VICE 
CHATRMAN,  DEPARTMENT  OF  LABORATORY  MEDICINE,  YALE 
UNIVERSITY  SCHOOL  OF  MEDICINE 

Senator  Harkin.  Dr.  Snyder,  with  the  funding  for  transfusion 
medicine  and  biomedical  research? 

Dr.  Snyder.  Mr.  Chairman  and  subcommittee  members,  I  am 
Edward  Snyder,  professor  of  laboratory  medicine  and  blood  bank 
director  of  Yale  University. 

I  testify  today  for  the  American  Association  of  Blood  Banks,  sup- 
porting NHLBI  funding  and  its  transfusion  medicine  research  pro- 
grams. 

The  AABB  is  the  professional  medical  society  for  24  community, 
Red  Cross,  and  hospital  blood  centers.  Our  9,000  members,  which 
includes  the  Red  Cross  system  and  the  CCBC  system,  collects  vir- 
tually the  entire  Nation's  blood  supply  and  transfuses  over  80  per- 
cent of  America's  blood. 

As  transfusion  medicine  covers  both  basic  and  applied  research 
and  clinical  practice,  we  support  continued  and  increased  funding 
for  blood  safety  research.  While  testing  for  AIDS  and  hepatitis  vi- 
ruses has  improved  the  safety  of  the  Nation's  blood  supply,  funding 
of  further  research  to  monitor  and  prevent  additional  infection  of 
our  nation's  blood  supply  is  mandatory. 

Blood  storage  research:  research  into  the  changes  which  occur  in 
stored  blood  would  produce  more  effective  blood  components,  en- 
hanced patient  care,  reduced  blood  wastage  and  conserve  health 
care  dollars. 

Apheresis  research;  apheresis  machines  are  sterile  centrifuges 
that  separate  and  collect  blood  and  bone  marrow.  Improved 
apheresis  technology  could  decrease  expensive  in-patient  bone  mar- 
row collections,  collect  more  blood  from  fewer  donors,  reduce  trans- 
fusion disease  risk  and  provide  jobs  for  workers  who  develop  im- 
proved apheresis  equipment,  technology,  and  computer  software. 

Neonatal  research;  more  research  is  needed  to  determine  the 
transfusion  needs  of  very  low  birth  weight  babies.  This  is  critical 
for  minority  groups,  including  African-American  and  Hispanic 
American  babies  with  high  infant  mortality  rates. 

Artificial  blood  research;  if  perfected,  artificial  blood  would  de- 
crease the  need  for  human  blood  donation  and  would  be  life  saving 
for  civilians  in  natural  disasters  and  for  military  casualties. 

PREPARED  STATEMENT 

Transfusion  medicine  research  funding  educates  the  public  about 
transfusion  safety,  maintains  our  prominence  in  global  transfusion 
medicine  research,  decreases  health  care  cost  by  decreasing  trans- 
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fusion-transmitted  diseases,  increases  health  care  to  ethnic  minori- 
ties, improves  health  care  for  women  and  children  and  stimulates 
the  economy  by  providing  jobs  through  new  product  development. 

We  urge  restoration  of  full  NHLBI  funding  for  these  goals. 
Thank  you  very  much. 

Senator  Harkin.  Thank  you  very  much. 

[The  statement  follows:] 

Statement  of  Edward  L.  Snyder,  MD 

Mr.  Chairman  and  members  of  the  Subcommittee,  I  am  Dr.  Edward  L.  Snyder, 
Professor  and  Vice  Chairman  of  the  Department  of  Laboratory  Medicine  at  the  Yale 
University  School  of  Medicine  and  the  Blood  Bank  Director  at  Yale-New  Haven  Hos- 
pital in  New  Haven,  Connecticut.  Today,  I  testify  as  a  member  of  the  American  As- 
sociation of  Blood  Banks  (AABB)  in  support  of  the  Transfusion  Medicine  research 
activities  of  the  National  Institutes  of  Health  (NIH)  and  the  National  Heart,  Lung 
and  Blood  Institute  (NHLBI).  I  will  testify  briefly  about  the  current  state  of  Trans- 
fusion Medicine  research  and  areas  that  the  Association  believes  merit  additional 
funding. 

The  American  Association  of  Blood  Banks  is  the  professional  medical  society  for 
149  community  and  regional  blood  centers,  52  American  Red  Cross  blood  centers, 
768  hospital-based  blood  banks,  1,534  hospital  transfusion  services  and  nearly  9,000 
individuals  engaged  in  blood  banking  and  Transfusion  Medicine.  Our  member  facili- 
ties are  responsible  for  collecting  virtually  the  entire  nation's  blood  supply  and  for 
transfusing  more  than  80  percent  of  the  blood  used  for  patient  care  in  the  United 
States.  Our  Association  membership  is  multidisciplinary  and  includes  many  sci- 
entists engaged  in  research  supported  by  awards  from  the  NIH,  most  specifically  the 
NHLBI.  Throughout  its  45-year  history,  the  AABB  has  been  dedicated  to  maintain- 
ing a  safe  and  adequate  blood  supply  for  the  American  people. 

Transfusion  Medicine  is  a  multidisciplinary  specialty  of  medicine  encompassing 
both  basic  science  research  and  clinical  practice  responsibilities. 

Basic  science  Transfusion  Medicine  issues  include:  Determination  of  the  nature  of 
blood  group  proteins;  investigation  into  the  body's  immune  defense  mechanisms;  de- 
termination of  the  biology  of  bone  marrow  and  blood  cell  regeneration  and  function; 
investigation  into  the  biology  of  transfusion  transmitted  disease  agents  including 
the  AIDS  and  hepatitis  viruses;  development  of  blood  proteins  via  recombinant  re- 
search techniques;  and  study  of  the  molecular  effects  of  blood  transfusion  on  the  im- 
mune system. 

Clinical  Transfusion  Medicine  issues  include:  Provision  of  sufficient  blood,  bone 
marrow,  and  donor  organs  to  meet  national  needs;  matching  blood  and  donor  organs 
with  prospective  recipients;  performance  of  therapeutic  apheresis  procedures  in 
which  blood  is  circulated  outside  of  the  body  through  a  sterile  centrifuge  to  remove 
harmful  blood  components  and/or  to  collect  needed  blood  elements;  improvement  in 
transfusion  practices  for  infants  and  children;  provision  of  transfusion  consultation 
to  clinicians  in  all  disciplines;  and  education  of  the  public  regarding  blood  donation 
options  and  transfusion  safety. 

Each  year  in  the  United  States,  about  3  million  patients  receive  a  blood  trans- 
fusion. Recent  notable  advances  in  increasing  the  safety  and  efficacy  of  these  trans- 
fusions include:  The  development  and  implementation  of  testing  against  AIDS  and 
hepatitis;  more  efficient  collection  and  processing  of  blood  components  and  bone 
marrow  through  improved  apheresis  technology;  development  of  techniques  which 
promise  to  provide  stem  cells  from  umbilical  cord  blood  for  bone  marrow  transplan- 
tation; establishment  of  a  national  registry  for  matching  bone  marrow  donors  and 
recipients  (National  Marrow  Donor  Program);  and  increased  physician  and  patient 
education  through  the  NHLBI  National  Blood  Resources  Education  Program. 

These  advances  result  from  basic  science  research,  have  direct  clinical  applica- 
tions, and  have  resulted  in  health  care  cost  reductions  through  disease  prevention. 
The  AABB  recognizes  that  many  of  these  advances  are  the  result  of  NIH  sponsored 
research  and  wishes  to  thank  the  Congress  for  its  generous  support  of  NIH  and  es- 
pecially NHLBI  over  the  years. 

THE  ISSUES  THE  AABB  BELIEVES  ARE  WORTHY  OF  SUPPORT  INCLUDE:  BLOOD  SAFETY 

ISSUES 

The  safety  of  the  nation's  blood  supply  has  been  vastly  improved  by  the  develop- 
ment and  introduction  of  testing  for  AIDS  and  hepatitis  viruses.  Today  every  blood 
donation  is  subjected  to  no  less  than  seven  infectious  disease  tests.  Six  of  these  tests 
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were  implemented  since  1985.  Virus-free  blood  coagulation  concentrates  for  treating 
hemophiliacs  are  now  produced  by  genetically  engineering  cells  in  tissue  culture  to 
produce  specific  human  blood  proteins.  Other  plasma  products  could  also  be  pro- 
duced with  genetic  engineering.  To  maintain  the  health  and  safety  of  the  nation's 
blood  supply,  continued  funding  of  recombinant  protein  research  and  research  into 
the  earlier  identification  of  AIDS,  hepatitis,  and  other  viral  infections  is  needed. 
There  is  also  a  need  for  improved  techniques  of  identifying  bacterial  contamination 
of  blood. 

NEONATAL  TRANSFUSION  RESEARCH 

More  research  is  needed  to  determine  the  transfusion  needs  of  newborn  infants. 
Eighty  percent  of  low  birth  weight  babies  born  in  the  United  States  each  year  re- 
quire transfusions.  In  1990,  about  36,000  such  infants  were  transfused.  Research  is 
needed  to  establish  validated  criteria  and  develop  methods  for  measuring  oxygen  de- 
livery and  red  cell  mass  that  can  be  used  to  determine  the  need  for  and  monitor 
blood  cell  transfusions  in  neonates.  This  is  one  of  the  health  care  problems  that  has 
had  an  especially  hard  impact  on  minority  groups.  African-American  infants  are 
twice  as  likely  to  die  in  the  first  year  of  life  as  European-American  infants.  Simi- 
larly, the  major  cause  of  infant  mortality,  very  low  birth  weight,  is  twice  as  likely 
among  African-American  infants  as  European-American  infants.  Certain  Hispanic- 
American  groups  also  suffer  from  high  rates  of  infant  mortality.  Clearly,  while  not 
all  their  health  problems  relate  to  blood,  improved  transfusion  practices  generally 
would  improve  the  chances  for  survival  of  many  neonatal  patients.  We  urge  Con- 
gressional support  for  research  into  the  physiology  of  neonatal  transfusion. 

APHERESIS  TECHNOLOGY 

Safer  and  improved  blood  components  are  now  available  through  apheresis  tech- 
nology. Apheresis  machines  are  sterile  centrifuges  that  circulate  blood  outside  of  the 
body,  concentrate  and  remove  needed  components  of  the  blood  such  as  platelets  and 
return  the  plasma  and  red  blood  cells  to  the  donor.  The  equivalent  of  several  blood 
donations  can  thus  be  obtained  from  one  donor.  The  same  technique  is  used  thera- 
peutically to  treat  patients  with  sickle  cell  anemia,  leukemia  and  a  variety  of  dis- 
eases attributable  to  harmful  antibodies  in  blood  plasma. 

Stem  cells,  the  basic  blood  cells  which  generate  all  other  blood  cells,  are  found 
in  the  bone  marrow  and  in  small  amounts  circulating  in  the  bloodstream.  Apheresis 
techniques  can  collect  these  peripheral  stem  cells  and  concentrate  them  for  use  in 
transplantation.  Investment  in  apheresis-peripheral  blood  stem  cell  research  could 
yield  technologies  that  would  permit  the  collection  of  more  blood  from  a  smaller 
number  of  donors,  create  new  blood  substitutes,  and  improve  the  success  of  bone 
marrow  transplantation.  Development  in  this  area  could  increase  blood  safety 
through  reduction  of  the  number  of  donors  a  recipient  is  exposed  to  during  trans- 
fusion and  stimulate  the  growth  of  jobs  by  encouraging  the  development  and  manu- 
facture of  improved  apheresis  devices  and  supporting  computer  software.  We  rec- 
ommend support  of  apheresis  research. 

IMPROVED  BLOOD  STORAGE 

Research  into  the  biochemical  nature  of  the  storage  lesion  (changes  that  occur  in 
blood  during  storage)  has  led  to  the  development  of  more  effective  blood  components. 
The  shelf  life  of  red  blood  cells  has  been  extended  from  21  to  42  days,  that  of  plate- 
lets from  three  to  five  days,  and  that  of  frozen  red  blood  cells  from  three  years  to 
ten  years.  By  reducing  blood  wastage,  these  advances  allow  for  the  provision  of  ade- 
quate blood  supplies,  especially  to  hospitals  in  rural  areas,  and  enhanced  treatment 
of  cancer  and  trauma  patients.  More  research  is  needed.  The  demand  for  platelet 
concentrates  to  treat  cancer,  organ  transplants,  and  trauma  patients  is  now  so  great 
that  the  demand  may  soon  exceed  the  number  of  matched  donors  available.  Main- 
taining adequate  supplies  of  platelet  concentrate  is  difficult  because,  for  reasons  still 
unclear,  they  rapidly  lose  their  biological  activity  during  storage.  Funds  appro- 
priated to  study  the  basic  biology  of  platelets  would  improve  not  only  the  efficiency 
of  platelet  storage,  but  also  allow  more  efficient  use  of  platelets  and  decrease  wast- 
age thereby  yielding  health  care  cost  savings.  We  support  increased  research  fund- 
ing in  the  area  of  blood  storage,  especially  platelets. 

ARTIFICIAL  BLOOD 

Research  into  oxygen-carrying  blood  substitutes  could  lead  to  the  development  of 
a  practical  therapeutic  product  capable  of  providing  short-term  support  for  anemic 
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patients  both  civilian  and  military.  This  research  has  promise  to  reduce  the  need 
for  human  blood  donation  and  thus  the  risk  of  transfusion  transmitted  diseases.  Ox- 
ygen-carrying blood  substitute  technology  can  improve  the  medical  care  received  by 
casualties  in  wartime  and  victims  of  accidents  and  natural  disasters.  Toxicity  stud- 
ies are  needed  to  supplement  this  vital  research.  We  support  research  into  the  biol- 
ogy of  blood  substitutes. 

The  American  Association  of  Blood  Banks  recognizes  the  constraints  of  the  federal 
budget.  However,  we  strongly  support  increased  federal  support  for  biomedical  re- 
search, especially  increased  funding  for  the  NHLBI.  We  believe  that  by  increasing 
transfusion  medicine  research  funding,  we  can  move  towards  the  goals  of  maintain- 
ing our  prominence  in  biomedical  research,  decreasing  health  care  costs  by  prevent- 
ing transfusion  transmitted  diseases,  increasing  the  availability  of  health  care  to 
ethnic  minorities,  improving  health  care  for  children,  and  stimulating  the  economy 
through  new  product  development. 

STATEMENT  OF  RAYMOND  WOOSLEY,  MJ).,  Ph.D.,  THE  NHLBI  CON- 
STITUENCY GROUP 

Senator  Harkin.  Dr.  Woosley,  on  behalf  of  the  NHLBI  constitu- 
ency group. 

Dr.  Woosley.  Senator  Harkin,  Senator  Mack,  Senator  Gorton, 
thank  you  very  much  for  the  opportunity  to  be  here. 

In  your  opening  remarks,  Mr.  Harkin,  you  invited  us  to  say, 
what  is  it  we  really  want  you  to  hear  today.  And  the  message  that 
I  would  like  to  get  to  you  today  is  yes,  NHLBI  has  made  tremen- 
dous progress  in  heart  disease,  but  the  battle  is  nowhere  near  from 
being  over. 

There  are  major  problems  with  heart  disease  that  have  to  be  ad- 
dressed. Diseases  of  the  heart,  blood  vessels,  lungs  and  blood  are 
serious  and  growing  health  programs  that  cause  over  one-half  of 
the  deaths  in  America  today. 

Cardiovascular  disease  alone  remains  the  Nation's  No.  1  killer  of 
men  and  women.  Heart  attack  kills  six  times  as  many  women  as 
breast  cancer.  One  in  four  Americans  suffer  from  cardiovascular 
disease  and  this  has  been  estimated  to  cost  $117  billion  in  1993 
alone. 

Despite  the  seriousness  of  these  diseases,  the  President's  budget 
calls  for  a  1.3-percent  decrease  for  NHLBI.  The  effective  impact 
would  be  about  a  6-percent  cut,  when  you  consider  inflation.  Enact- 
ment of  the  budget  would  reduce  NHLBI's  buying  power  below  the 
fiscal  year  1987  level. 

We  recommend  a  fiscal  year  1994  appropriations  of  $1.5  billion, 
the  amount  authorized  by  Congress.  Of  particular  concern  is  the 
budget's  impact  on  grants,  research  centers  and  training.  New  and 
competing  grants  for  research  would  be  reduced  to  the  lowest  num- 
ber funded  since  fiscal  year  1980. 

Research  centers  continue  to  be  inadequately  funded,  receiving  a 
22-percent  decrease  in  1987.  Funds  for  training  in  1993  were  cut 
by  113  awards.  These  funds  would  not  be  restored. 

The  President's  budget  would  jeopardize  promising  current  and 
future  NHLBI  research  and  prevention  programs,  including  the  fol- 
lowing. 

Collaborative  projects  on  women's  health:  new  grants  supported 
by  Congress  in  1993  would  not  be  possible.  Collaborative  projects 
on  minority  health:  new  grants  would  not  be  possible. 

Centers  for  research  in  pediatric  cardiovascular  disease.  Congeni- 
tal heart  defects  cause  42  percent  of  infant  deaths.  That  is  30,000 
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babies  every  year.  These  centers,  supported  by  Congress  in  1993, 
would  be  curtailed. 

Improved  treatment  for  asthma  and  sickle  cell  disease.  Funding 
cuts  would  jeopardize  research  on  drug  treatment  and  new  ap- 
proaches for  a  cure  of  these  diseases. 

Secondary  prevention  of  cardiovascular  disease.  A  trial  on  the 
usefulness  of  promising  new  drugs  for  prevention  of  heart  disease 
will  be  postponed. 

PREPARED  STATEMENT 

New  treatment  trial  for  neonatal  pulmonary  disease,  a  trial  to 
evaluate  a  new  and  cost-saving  treatment,  will  be  delayed. 

Red  blood  cell  transfusion  therapy  in  neonates.  Funds  would  not 
be  available  for  this  potentially  life  saving  treatment. 

We  ask  for  your  help  in  a  battle  that  is  not  yet  won  against  heart 
disease. 

[The  statement  follows:] 

Statement  of  Raymond  Woosley,  M.D. 

Mr.  Chairman  and  Members  of  the  Subcommittee,  the  members  of  the  National 
Heart,  Lung  and  Blood  Institute  Constituency  Group  thank  you  for  this  opportunity 
to  comment  on  the  fiscal  year  1994  budget  for  the  National  Heart,  Lung  and  Blood 
Institute.  I  am  Raymond  Woosley,  M.D.,  Ph.D.,  Professor  and  Chairman  of  the 
Pharmacology  Department  of  Georgetown  University  and  a  member  of  the  Public 
Affairs  Policy  Committee  of  the  American  Heart  Association  and  a  Fellow  of  the 
American  College  of  Cardiology.  At  the  outset,  Mr.  Chairman,  I  would  like  to  thank 
you  and  the  Subcommittee  for  your  continued  support  of  the  research  and  preven- 
tion programs  within  the  National  Heart,  Lung  and  Blood  Institute. 

The  National  Heart  Institute  was  established  in  1948  through  the  National  Heart 
Act.  Its  mandate  included  research  and  training  in  the  prevention,  diagnosis,  and 
treatment  of  cardiovascular  diseases.  In  1972  the  National  Heart,  Blood  Vessel, 
Lung  and  Blood  Act  mandated  the  Institute  to  expand  its  activities  beyond  cardio- 
vascular diseases  to  include  blood  vessel,  lung  and  blood  diseases. 

Diseases  of  the  heart,  blood  vessels,  lungs  and  blood  constitute  a  serious  and 
growing  health  problem  in  the  United  States.  These  diseases  cause  over  half  of  all 
deaths  in  the  United  States — despite  reductions  in  mortality  attributable  to  re- 
search. 

Cardiovascular  diseases  remain  the  number  one  killer  of  men  and  women  in  the 
United  States.  Heart  attack  alone  kills  nearly  six  times  as  many  American  women 
as  breast  cancer.  Each  year  more  that  930,000  Americans  die  from  cardiovascular 
diseases,  over  150,000  of  whom  are  under  age  65.  Cardiovascular  diseases  claim  a 
life  every  34  seconds,  accounting  for  43  percent  of  all  deaths  in  the  United  States. 
More  than  one  in  four  Americans  suffer  from  cardiovascular  diseases  at  an  esti- 
mated cost  of  $117.4  billion  in  medical  costs  and  lost  productivity. 

Over  25  million  persons  have  chronic  bronchitis,  emphysema,  asthma,  cystic  fibro- 
sis or  other  obstructive  lung  diseases.  In  the  pediatric  area,  pulmonary  diseases  ac- 
counted for  23  percent  of  all  hospitalizations  of  children  under  the  age  of  15  years. 
The  lung  disease  problems  addressed  by  the  Institute  cost  this  country  about  $61 
billion  in  1990,  of  which  about  $31  billion  was  for  health  expenditures  and  about 
$31  billion  for  lost  productivity. 

Blood  diseases  involve  both  acute  and  chronic  disorders  that  resulted  in  279,000 
deaths  in  1991.  For  example,  more  than  50,000  Americans,  primarily  women,  die 
each  year  from  venous  thrombosis,  making  it  a  more  common  cause  of  death  than 
breast  cancer.  Armed  with  an  improved  understanding  of  this  disease,  the  NHLBI 
is  poised  to  embark  on  a  fully  integrated  research  effort  if  the  funds  are  available. 
In  1990,  thrombotic  disorders  and  other  blood  diseases  cost  this  country  an  esti- 
mated $47  billion,  of  which  $25  billion  was  for  health  expenditures  and  $22  billion 
for  lost  productivity. 

Blood  resources  include  nearly  two  dozen  products  derived  from  more  than  13  mil- 
lion units  of  whole  blood  collected  from  9  million  donors.  In  1987  an  estimated  20 
million  units  of  blood  products  were  transfused  to  4  million  patients,  including  peo- 
ple with  hemophilia.  The  potential  to  cure  hemophilia  through  gene  insertion  ther- 
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apy  is  vast.  It  would  be  horrible  to  lose  the  momentum  gained  in  this  area  over  the 
past  year  due  to  a  lack  of  federal  funding. 

The  NHLBI  Constituency  Group  has  reviewed  the  budget  request  for  the  Insti- 
tute. The  recommendations  we  make  today  represent  our  T>est  estimate  of  the  ade- 
quate resources  necessary  to  continue  NHLBI  research  and  prevention  programs  at 
a  level  of  priority  funding  indicated  by  the  magnitude  of  the  disease  problems.  The 
NHLBI  Constituency  Group  is  dismayed  by  the  President's  fiscal  year  1994  budget 
which  calls  for  a  1.3  percent  reduction  for  the  Institute  from  the  fiscal  year  1993 
funding  level.  Taking  the  estimated  inflation  level  for  biomedical  research  into  con- 
sideration, the  effective  cut  would  be  closer  to  6  percent.  The  NHLBI  Constituency 
Group  recommends  funding  at  the  level  of  $1.5  billion,  the  authorization  level  speci- 
fied in  the  NIH  reauthorization  legislation  currently  in  conference  committee. 

The  NHLBI  research  portfolio  includes  several  budget  mechanisms  of  importance 
to  heart,  blood  vessel,  lung  and  blood  diseases  research.  Of  particular  concern  is  the 
impact  of  the  President's  budget  on  the  grant  mechanism.  Of  equal  concern  are  the 
continued  inadequate  resources  for  the  Specialized  Centers  of  Research  (SCOR)  pro- 
gram and  for  research  training. 

The  research  project  grant  remains  the  keystone  of  the  NHLBI  research  portfolio. 
This  includes  the  Regular  Research  Grant,  New  Investigator  Award,  FIRST  Award, 
MERIT  Award,  Program  Project  Grants  and  Cooperative  Agreements.  A  major  prob- 
lem in  the  management  of  this  mechanism  is  the  provision  of  funding  stability  for 
investigators  as  well  as  the  provision  of  new  opportunities  for  young  investigators. 
In  constant  dollars,  funding  in  the  current  fiscal  year  has  fallen  below  funding  lev- 
els in  fiscal  year  1987.  The  President's  budget  would  further  reduce  spending  in  this 
mechanism,  providing  for  only  621  new  and  competing  research  project  grants,  the 
lowest  number  funded  by  the  NHLBI  since  fiscal  year  1980.  In  fiscal  year  1993,  656 
such  grants  were  funded  and  in  fiscal  year  1992,  759  grants  were  funded.  Funding 
for  the  NHLBI  research  grant  mechanisms  must  be  restored  to  support  continuing 
areas  of  research  and  provide  new  research  opportunities.  The  NHLBI  Constituency 
Group  recommends  an  increase  over  the  President's  budget  to  support  an  additional 
378  grants. 

The  SCOR  program  was  begun  in  1971.  The  Institute  now  funds  67  SCOR's  fo- 
cused on  13  areas  of  research.  The  SCOR  program  was  developed  to  advance  basic 
knowledge  and  to  generate  the  most  effective  methods  of  diagnosis,  management 
and  prevention  of  disease.  The  SCOR  program  will  provide  the  NHLBI  with  a  read- 
ily available  mechanism  to  address  the  NIH  Strategic  Plan  objective  for  Critical 
Science  and  Technology,  supporting  research  that  translates  basic  science  into  the 
technology  advances  that  will  improve  human  health.  The  SCOR  program  continues 
to  be  inadequately  funded,  receiving  a  22  percent  decrease  in  constant  dollars  since 
fiscal  year  1987,  although  the  Institute,  by  legislative  mandate,  has  initiated  addi- 
tional programs,  funding  several  new  centers  in  the  same  period.  As  a  consequence 
of  this  continued  funding  shortfall,  the  SCOR  program  is  severely  compromised  with 
the  phase-out  of  some  programs  under  consideration.  The  NHLBI  Constituency 
Group  recommends  that  an  additional  $40  million  over  the  President's  budget  be 
provided  for  the  centers  mechanism. 

Research  training  is  critical  to  continued  advances  in  the  prevention  and  control 
of  cardiovascular,  blood  vessel,  lung  and  blood  diseases.  Funds  available  in  fiscal 
year  1993  resulted  in  an  actual  decrease  of  113  awards  for  training.  The  President's 
budget  does  not  restore  any  funds  in  fiscal  year  1994.  In  discussing  the  NIH  Strate- 
gic Plan,  Dr.  Bernadine  Healy  notes  that  the  nationwide  pool  of  biomedical  re- 
searchers is  aging  rapidly  and  that  investment  in  "intellectual  capital"  is  critical. 
As  new  technologies  are  incorporated  into  research  protocols  and  highly  specialized 
areas  of  research  developed,  adequate  numbers  of  trained  investigators  will  be  cru- 
cial. The  NHLBI  Constituency  Group  recommends  an  increase  in  the  number  of 
training  positions  from  the  current  1,527  awards  to  1,775  awards. 

In  the  remaining  time,  I  would  like  to  discuss  the  very  serious  impact  the  Presi- 
dent's fiscal  year  1994  budget  will  have  on  specific  current  and  future  basic  and 
clinical  research  programs  of  the  Institute,  including: 

Collaborative  Projects  on  Women's  Health. — Cardiovascular,  lung,  and  blood  dis- 
eases are  the  leading  cause  of  death  and  morbidity  in  women  in  the  United  States. 
This  program,  supported  by  Congress  for  fiscal  year  1993,  was  designed  to  produce 
significant  findings  relevant  to  improved  diagnosis,  treatment,  and  prevention  of 
these  diseases  in  women.  The  NHLBI  planned  to  support  new  grants  in  this  initia- 
tive in  fiscal  year  1994.  This  will  no  longer  be  possible. 

Collaborative  Projects  on  Minority  Health.— Cardiovascular,  lung,  and  blood  dis- 
eases exact  a  disproportionate  toll  on  members  of  minority  groups.  This  initiative 
would  foster  collaborative  clinical  research  on  new  and  improved  approaches  for  pre- 
vention,  diagnosis,   and   treatment  of  these   diseases   in   minorities.   The   NHLBI 
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planned  to  support  new  grants  in  this  initiative  in  fiscal  year  1994.  This  will  no 
longer  be  possible. 

Centers  of  Research  in  Pediatric  Cardiovascular  Diseases. — Congenital  cardio- 
vascular malformations  account  for  42  percent  of  all  infant  deaths  due  to  congenital 
defects.  This  important  program  would  support  innovative,  multidisciplinary  basic 
and  clinical  research  on  congenital  and  acquired  cardiovascular  diseases  in  children, 
and  translate  results  to  improvements  in  diagnosis,  treatment,  and  prevention.  The 
program,  supported  by  Congress  for  fiscal  year  1993,  will  be  seriously  curtailed. 

Innovative  Strategies  for  Asthma  Management. — Asthma  affects  at  least  15  million 
Americans.  The  NHLBI  plans  to  stimulate  multidisciplinary  collaborative  research 
to  define  the  processes  that  initiate,  direct,  and  perpetuate  the  asthma  response; 
and  to  encourage  an  asthma  clinical  network  to  facilitate  evaluation  of  new  thera- 
pies. The  ability  of  the  NHLBI  to  implement  these  plans  is  now  threatened. 

Improved  Treatment  of  Sickle  Cell  Disease. — Sickle  Cell  Disease  affects  approxi- 
mately 1  in  400  African-American  newborns  in  the  United  States  and  a  total  of 
more  than  50,000  Americans.  Exciting  new  palliative  treatment  strategies,  that 
combine  certain  pharmacologic  agents  in  order  to  reduce  side  effects,  are  being  re- 
fined. At  the  same  time,  new  approaches  for  cure,  such  as  gene  therapy  and  marrow 
transplantation,  are  approaching  reality.  Funding  restrictions  will  severely  jeopard- 
ize both  lines  of  research. 

Secondary  Prevention  of  Cardiovascular  Disease. — Recent  research  points  to  an 
expanded  role  for  angiotensin  converting  enzyme  (ACE)  inhibitor  drugs  in  secondary 
prevention  of  CVD.  These  agents  appear  to  reduce  the  progression  of  atherosclerotic 
plaques  in  animals.  The  Institute  planned  to  support  a  clinical  trial  to  determine 
the  usefulness  of  ACE  inhibitors  in  secondary  prevention  of  CVD.  Initiation  of  this 
study  will  be  delayed. 

New  Treatment  Trial  for  Neonatal  Pulmonary  Disease. — Persistent  pulmonary  hy- 
pertension affects  approximately  1  in  1,000  live  births.  It  involves  prolonged,  costly 
medical  care,  and  often  serious  general  complications.  A  new  treatment,  nitric  oxide, 
effectively  produces  pulmonary  vasodilation  and  eliminates  the  need  for  expensive 
extracorporeal  membrane  oxidation.  A  multicenter  clinical  trial  to  evaluate  this 
therapy  is  being  planned,  but  its  implementation  must  now  be  delayed. 

Red  Blood  Cell  Transfusion  Therapy  in  Neonates. — Eighty  percent  of  low  birth 
weight  babies  born  in  the  United  States  each  year  require  transfusions.  In  1990, 
about  36,000  such  infants  were  transfused.  Research  is  needed  to  (1)  establish  vali- 
dated criteria  and  (2)  develop  methods  for  measuring  oxygen  delivery  and  red  cell 
mass  that  can  be  used  to  determine  the  need  for  and  monitor  blood  cell  transfusions 
in  neonates.  Funds  are  unavailable  for  this  program. 

Improved  Treatment  for  Cooley's  Anemia. — Coolers  Anemia,  also  known  as  thalas- 
semia major,  is  a  catastrophic  fatal  blood  disease  of  genetic  origin.  The  NHLBI  has 
supported  research  on  a  potential  oral  iron  chelator,  which  would  replace  the  drug 
currently  used  to  remove  the  iron  deposits  that  accumulate  in  the  body's  organs  as 
a  result  of  necessary  and  frequent  blood  transfusions.  These  transfusions  are  painful 
and  must  be  given  in  a  difficult  12-hour  infusion  through  a  needle  under  the  skin. 
Also,  NHLBI  has  supported  research  on  a  drug  known  as  butyrate,  which  shows 
promise  for  ameliorating  the  anemia  associated  with  the  disease.  Much  basic  and 
clinical  research  is  needed,  and  progress  on  this  treatment  development  would  be 
seriously  hindered  if  funding  were  reduced. 

Senator  Harkin.  Thank  you  very  much,  Dr.  Woosley,  for  your 
testimony. 

And  did  you  say  that  the  budget  for  next  year  would  provide  for 
the  lowest  number  of  new  research  grants  since  1980? 

Dr.  Woosley.  That  is  right. 

Senator  Harkin.  That  is  out  of  the  Heart,  Lung,  and  Blood  Insti- 
tute? 

Dr.  Woosley.  That  is  for  the  National  Heart,  Lung,  and  Blood 
Institute.  And  those  are  the  grants  that  provide  the  basic  research 
which  is  the  foundation  for  the  clinical  research  that  has  to  take 
place. 

Senator  Harkin.  You  represent  a  consortium,  a  constituency 
group.  How  many  different  individual  organizations  are  you  rep- 
resenting? Do  I  know  who  they  are? 

Dr.  Woosley.  I  can  read  them  to  you. 
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Senator  Harkin.  Oh,  I  am  sorry.  I  see  it  right  here.  I  have  it. 
Blood  banks,  College  of  Cardiology,  Heart  Association,  Lung — is 
that  the  list? 

Dr.  WOOSLEY.  That  is  the  list  right  there.  Cooley's  Anemia  Foun- 
dation, Cystic  Fibrosis. 

Senator  Harkin.  I  understand  now.  I  just  did  not  have  an  idea 
of  who  you  were  representing. 

As  a  general  comment  to  all  of  you  again — I  just  throw  it  open 
for  whoever  responds  first — again  on  the  impact  of  the  fiscal  year 
1994  budget  for  the  Heart,  Lung,  and  Blood  Institute.  Do  you  have 
any  further  thoughts  on  the  impact  of  this  budget?  How  do  we  re- 
late to  people  what  this  really  means  in  terms  of  the  cut-backs  in 
the  new  research  grants?  What  does  this  mean  to  the  average 
American? 

Dr.  WOOSLEY.  Well,  certainly  for  the  Nation's  blood  supply,  with- 
out continued  research  into  identification  and  testing  for  new  vi- 
ruses— and  there  are  a  series  of  eight  or  nine  viruses  that  are 
known  to  exist — the  questions  of  whether  they  are  having  an  effect 
on  the  blood  supply  are  continually  being  looked  at. 

The  need  to  develop  transfusion  medicine  research  programs. 
They  all  have  a  definite  impact,  because  transfusion  medicine — 
speaking  for  our  part  of  it — is  a  bridge  science.  It  goes  from  the 
basic  science  of  the  clinical  and  research  into  transfusion  medicine 
and  disease  testing  and  neonatal  research.  Transfusion  practice 
has  a  definite  impact  on  safety  as  well  as  saving  health  care  dol- 
lars. It  is  the  idea  of  spending  some  money  to  save  some  money. 
But  it  is  true. 

Senator  Harkin.  I  talk  to  average,  ordinary  people  out  there  and 
if  we  ever  get  into  the  discussion  of  illnesses  and  diseases,  one 
thing  that  I  frequently  hear  in  my  discussions  with  people  is  "gee, 
I  hope  that  I  am  never  in  a  car  accident  or  some  place  where  I  need 
a  blood  transfusion." 

Because  they  are  worried  that  if  they  get  a  blood  transfusion — 
of  course  they  are  going  to  be  out,  they  are  going  to  be  uncon- 
scious— if  they  get  a  blood  transfusion,  and  who  knows.  They  get 
AIDS,  they  get  whatever  else. 

And  I  think  there  is  great  concern  among  the  American  people 
that  somehow  the  blood  supply  may  not  be  safe.  How  safe  is  it? 

Dr.  SNYDER.  The  blood  supply  is  safer  now  than  it  has  ever  been. 
It  will  never  be  100  percent  safe.  It  is  a  biological  system.  We  try 
to  approximate  100  percent  safety. 

Ten  years  ago  we  did  not  know  what  caused  AIDS.  Now  we  not 
only  know  what  causes  it,  we  have  tests  for  it  that  are  continually 
being  improved.  It  was  the  research,  funded  in  part  by  NHLBI, 
that  allowed  that  to  occur. 

Transfusion  medicine  includes  not  only  the  research,  but  also 
public  education,  so  that  they  realize  if  they  do  get  into  a  car  acci- 
dent and  do  get  a  blood  transfusion,  that  it  is  the  safest  possible 
transfusion  they  could  have  in  the  United  States. 

And  it  is  only  by  maintaining  NHLBI  funding  that  we  can  con- 
tinue to  stay  ahead  of  new  viruses  that  are  emerging  and  educate 
the  public. 

Mr.  Coenen.  Senator,  if  I  could  just  add  to  Dr.  Snyder's  com- 
ment. Blood  is  not  a  commercial  product,  so  it  is  very  difficult  for 
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us  to  get  funding  for  research  from  the  private  sector.  And  that  is 
why  it  is  imperative  that  we  get  Federal  dollars  to  continue  this 
research  to  assure  the  safety  of  the  blood  supply. 

Ms.  Curry.  I  would  like  to  mention  some  other  things  if  I  may. 
We  support  five  laboratories,  three  or  four  of  them  supported  by 
NHLBI.  One  is  working  on  an  iron  chelator  for  Cooley's  anemia  to 
excrete  iron  overload  which  is  now  done  through  a  subcutaneous 
process. 

We  have  someone  working  on  thrombosis — I  do  not  know  who  it 
is  supported  by — which  will  affect  not  only  children  but  heart  at- 
tack victims. 

We  have  someone  working  on  autoimmune  thrombocytopenia, 
which  is  a  low  platelet  disease  that  affects  children,  and  in  patients 
with  HIV  and  in  pregnant  women  it  can  be  serious.  All  these  peo- 
ple might  be  affected. 

Senator  Harkin.  I  understand.  Thank  you  very  much. 

Senator  Mack,  do  you  have  any  questions? 

Senator  Mack.  Thank  you,  Mr.  Chairman,  and  I  will  try  to  be 
brief.  I  am  new  to  this  committee,  so  a  lot  of  what  I  am  hearing 
today  is  new  to  me. 

One  of  the  questions  that  I  would  like  to  ask  is  about  grants.  You 
get  a  whole  series  of  requests  for  grants  and  you  go  through  a  proc- 
ess, I  assume,  of  weeding  through  them  saying  these  are  good  and 
these  are  not  quite  as  good.  In  addition  to  the  number  of  grants 
being  113  less  than  1980,  can  you  give  me  a  sense  of  what  percent- 
age of  the  ones  that  you  approve  are  you  now  being  able  to  fund? 

Dr.  Woosley.  Only  approximately  12  to  15  percent  of  the  grants 
that  we  review  and  find  approvable  are  being  funded.  And  it  is  also 
impossible  to  tell  the  difference  between  the  top  15  percent  or  so — 
it  is  actually  14  percent  in  NHLBI — it  is  impossible  to  tell  the  dif- 
ference between  the  top  14  percent  and  the  top  35  percent. 

There  is  a  spectrum,  sure.  But  the  top  30  percent  would  be  for 
work  that  really  must  be  done.  And  we  have  to  cut  that  in  half  ef- 
fectively. 

Senator  Mack.  And  the  other  question  I  would  ask  goes  to  the 
issue  of  the  gene  therapy  concept,  which  you  raised  about  hemo- 
philia. What  kind  of  research  is  being  done;  I  assume  that  there 
is  research  being  done  in  that  area?  Should  there  be  more  empha- 
sis on  that?  Both  of  you  might  want  to  respond  to  that. 

Dr.  Woosley.  I  think  gene  therapy  is  taking  off  very  quickly  in 
a  few  small  centers — well,  not  small  centers — in  a  few  centers  in 
this  country.  But  it  is  a  technique  that  is  not  complex.  It  is  one 
that,  if  funded,  does  not  take  fancy  laboratories.  It  just  takes  good 
people  with  the  time  and  the  money  to  do  the  work. 

I  was  just  recently  studying  this.  I  was  very  impressed,  very 
quickly,  that  it  is  not  high  tech.  It  does  not  take  millions  of  dollars. 
It  just  takes  an  educated  group  of  people  and  a  team  of  people  to 
start  doing  gene  therapy.  And  they  need  the  basic  science  on  which 
to  base  their  clinical  studies.  And  that  is  what  is  missing.  We  only 
have  a  few  leads  right  now. 

The  basic  science  and  a  few  funded  centers  could  start  making 
some  very  important  studies  that  have  already  been  proven  effec- 
tive. We  know  we  can  use  gene  therapy.  There  have  been  people 
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cured  with  gene  therapy.  It  is  simply  a  matter  of  doing  our  home- 
work now. 

Senator  Mack.  A  last  question.  How  much  money  would  it  take 
to  go  from  the  roughly  13  or  14  percent  of  the  grants  being  funded, 
to  the  30  to  35  percent  level? 

Dr.  Woosley.  We  are  asking  for  $1.5  billion.  The  recent  appro- 
priations are  about  $1.1  to  $1.2  billion.  So  it  is  a  significant  dif- 
ference. But  that  would  get  us  to  the  point  where  we  can  start 
funding  more  investigators  that  need  the  money  to  get  the  work 
done.  It  would  get  us  into  the  20  percentile  range. 

Dr.  Snyder.  If  I  may  interject  for  one-half  second.  I  have  sat  in 
on  some  of  those  review  committees.  And  when  we  are  required — 
we  are  required  just  to  review  the  science,  and  not  to  consider  any 
funding. 

But  we  know  that  based  on  the  priority  scores  that  we  vote  for 
these  projects  that  funding  is  likely  only  for  those  who  get  the  ab- 
solute highest  score.  And  it  is  a  decision  that  many  excellent  re- 
searchers and  the  work  that  they  are  doing  will  not  likely  get  fund- 
ed, because  they  are  just  below  a  12-  or  13-percent  cutoff,  which 
is  impossible  to  live  with. 

Senator  Harkin.  Senator  Gorton. 

Senator  GORTON.  Thank  you.  Dr.  Snyder,  I  have  a  series  of  three 
questions  I  was  requested  to  submit  to  you  by  one  of  the  larger 
blood  banks  in  the  State  of  Washington.  I  have  to  apologize  in  ad- 
vance. I  am  not  sure  that  I  either  pronounce  or  understand  a  cou- 
ple of  the  words  that  I  am  using  in  these  questions. 

And  if  you  can  answer  them  simply  and  here,  that  will  be  fine. 
If  they  require  a  written  answer,  I  would  appreciate  it. 

The  first  is  to  ask  you  to  explain  some  of  the  economic  and  soci- 
etal benefits  that  could  be  realized  from  investments  in  apheresis 
technology? 

Dr.  Snyder.  An  apheresis  machine  is  a  sterile  centrifuge.  It  is 
like  a  cream  separator,  although  I  have  never  actually  seen  a 
cream  separator.  That  is  what  I  am  told  that  they  are  like. 

It  spins  blood  in  a  centrifugal  field  and  blood  has  parts  of  it  that 
are  heavier  than  others.  The  heavy  parts  come  to  the  bottom  and 
the  lighter  parts  come  to  the  top  and  there  are  parts  in  the  middle. 

Some  of  those  parts  in  the  middle  are  bone  marrow  cells  that  cir- 
culate in  the  blood.  Currently,  if  someone  were  to  need  a  bone  mar- 
row transplant,  the  donor  would  need  to  go  into  the  hospital,  go 
into  the  operating  room  and  under  anesthesia,  have  bone  marrow 
removed,  which  is  painful.  But  certainly  for  the  cause  that  it  is,  it 
is  considered  appropriate  and  necessary. 

These  same  bone  marrow  cells  can  circulate  in  the  blood.  And 
these  apheresis  machines,  which  are  used  to  collect  large  amounts 
of  platelets  and  other  blood  products  from  normal  volunteers  could 
also  be  used  in  bone  marrow.  If  we  could  improve  the  techniques 
to  collect  the  stem  cells,  which  is  what  they  are  called — and  there 
are  not  a  lot  of  them,  so  it  takes  a  fairly  long  time  to  do  it.  And 
then  with  improved  technology,  take  the  few  stem  cells,  add  growth 
factors  and  other  chemicals  and  have  them  grow  in  a  laboratory. 

You  could  actually  do  a  bone  marrow  by  having  someone  sit  in 
a  chair  for  a  few  hours  rather  than  having  them  come  into  the  hos- 
pital. 
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Senator  Gorton.  Is  the  remaining  blood  still  useful? 

Dr.  Snyder.  The  remaining  blood  that  the  machine  separates  is 
returned  to  the  donor.  So  they  just  take  out  the  small  part  that  is 
needed.  And  that  type  of  technology  is  becoming  more  and  more 
useful. 

It  would  open  up  the  roles  on  bone  marrow  transplants  to  people 
that  are  being  denied,  especially  ethnic  minorities,  Asian  minori- 
ties, Hispanic,  because  there  are  not  a  lot  of  people  who  come  into 
the  hospital  who  want  to  donate  under  anesthesia  but  certainly 
might  be  willing  to  spend  4  hours  in  a  chair. 

Senator  Gorton.  I  thank  you  for  that.  The  second  one  is  to  ask 
you  for  an  explanation  of  how  infant  mortality  rates  could  be  im- 
proved through  enhanced  transfusion  therapy  for  neonates.  Am  I 
pronouncing  that  correctly? 

Dr.  Snyder.  Infants,  and  we  have  heard  comments  about 
neonatal  death  rates  being  very  high  because  of  low  birth  weight 
infants.  Low  birth  weight  infants  need  appropriate  transfusion 
therapy.  We  have  not  really  made  transfusion  therapy  for  low  birth 
weight  infants  the  degree  of  scientific  endeavor  that  it  is  for  adults. 
It  has  not  got  the  attention. 

And  there  is  a  large  need  to  evaluate  what  effects  transfusion 
has  on  infants  that  are  24,  28  weeks  of  age.  They  are  not  miniature 
adults.  They  are  separate  physiologic  entities  that  have  special 
needs.  And  we  need  much  research  into  what  effect  transfusion  has 
on  them. 

Everyone  is  worried  about  safety  of  the  blood  supply.  We  want 
to  decrease  transfusion  need.  But  also,  if  these  infants  need  blood 
to  survive,  we  certainly  want  to  give  them  that. 

And  studies  on  these  clinical  transfusion,  they  are  soft,  when  you 
compare  it  to  the  very  high  basic  science  and  gene  therapy  and 
moving  molecules  around,  which  is  what  this  transfusion,  neonatal 
transfusion  is  competing  with  at  study  sections. 

It  is  competing  with  people  who  are  moving  molecules  with  state- 
of-the-art  knowledge  and  techniques  that  I  could  not  even  describe 
here  easily.  That  is  what  it  is  competing  with.  And  it  always  gets 
a  lower  priority  score,  because  it  is  not  as  scientific.  So  we  need 
specific  targeted  money  for  neonatal  research  efforts  in  the  trans- 
fusion area,  which  would  affect  women  and  children  and  help  the 
leader,  with  such  a  high  infant  mortality  rate. 

Senator  Gorton.  I  would  ask  you  to  expand  on  the  limitations 
of  blood  storage  and  the  potential  for  advances  in  this  area. 

Dr.  Snyder.  Blood  has  a  shelf  life.  We  cannot  store  blood  forever. 
Red  blood  cells  last  up  to  42  days.  Platelets,  which  help  people  stop 
bleeding  when  they  have  a  problem,  are  5  days.  And  so  if  blood  is 
drawn  today,  6  days  from  now — if  we  drew  1  million  units  of  blood 
today,  6  days  from  now  there  would  be  no  platelets  available.  So 
it  is  a  continuing  process.  Plasma  can  be  stored  for  1  year  when 
it  is  frozen,  but  if  you  thaw  it,  it  is  only  good  for  24  hours. 

If  we  had  improved  techniques  of  storage,  which  gets  into  some 
very  basic  science  of  how  blood  cells  store,  what  environment  they 
need,  we  could  prolong  the  shelf  life  of  blood,  which  would  allow 
us  to  get  more  use  of  the  blood  that  we  have  from  the  contracting 
donor  base. 
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Every  time  a  new  virus  is  discovered,  it  eliminates  a  segment  of 
the  population.  The  gay  males  were  very  good  blood  donors.  That 
is  one  of  the  problems  with  why  there  was  so  much  AIDS  in  the 
supply.  They  were  very  civic  minded.  They  donated.  When  it  be- 
came aware  that  AIDS  was  contaminating  the  blood  supply,  we  lost 
a  significant  number  of  good,  civic-minded  donors  for  important 
reasons. 

We  have  been  trying  to  recover  that  donor  base  since  then.  And 
as  you  move  into  inner  cities,  where  there  are  individuals  that  are 
intravenous  drug  abusers  or  have  unsafe  sex  practices,  they  are 
proscribed  from  donating  blood  and  excluded.  So  we  are  trying  to 
get  more  blood  from  fewer  donors.  And  having  a  better  way  of  stor- 
ing the  precious  blood  that  we  can  get,  and  storing  it  for  longer, 
so  that  when  we  reach  42  days,  if  we  have  not  transfused  it  yet, 
we  do  not  have  to  throw  it  out.  That  is  where  the  critical  need  is 
and  that  requires  research. 

Senator  Gorton.  Thank  you,  Doctor. 

Thank  you,  Mr.  Chairman. 

Senator  Harkin.  Thank  you,  Senator  Gorton,  for  some  excellent 
questions.  Thank  you  all  very  much  for  being  here. 

STATEMENT  OF  GERALDINE   DIETZ   FOX,  NATIONAL  INSTITUTE   ON 
DEAFNESS  AND  OTHER  COMMUNICATION  DISORDERS 

Senator  Harkin.  Our  next  panel  is  Geraldine  Fox,  a  private  citi- 
zen; David  Kimelman  of  the  Montgomery  County  Stroke  Club; 
Lynne  Siemers,  I  hope  I  pronounced  that  right,  the  Medical  Library 
Association;  Owen  Rennert,  the  American  Pediatric  Society;  and 
William  F.  Donaldson,  the  Children's  Hospital  of  Pittsburgh. 

If  I  could  ask  you  all  to  come  up  and  take  the  witness  table. 

Welcome.  And,  again,  the  same  procedure.  If  you  could  keep  it 
down  to  3  minutes  or  less.  Let  me  know,  or  let  us  know,  now  that 
I  have  been  joined  by  my  colleagues,  what  you  think  you  would 
want  us  to  remember  as  we  leave  here  today.  I  would  appreciate 
that. 

First,  we  will  start  with  Geraldine  Dietz  Fox.  She  is  no  stranger 
to  this  subcommittee  and  to  this  Senator.  If  there  is  one  person 
most  responsible  in  this  country  for  the  awareness  we  have  on 
deafness  and  communication  disorders  and  the  establishment  of 
the  National  Institute  on  Hearing  and  Communications  Disorders 
it  would  be  Geraldine  Dietz  Fox.  And  we  are  honored  to  have  you 
here  again  with  us  today. 

Ms.  Fox.  Thank  you  very  kind,  Chairman  Harkin,  members  of 
the  subcommittee,  Senator  Mack  and  Senator  Gorton.  I  thank  you 
for  the  privilege  of  appearing  before  you  on  behalf  of  expanded 
funding  for  the  National  Institute  or  Deafness  and  Other  Commu- 
nication Disorders. 

I  am  here  to  assure  you  that  the  dollars  that  you  have  spent  on 
research  and  training  at  NIDCD  in  the  past  4  years  since  the  es- 
tablishment of  the  Institute  have  been  wisely  spent.  And  I  would 
like  to  name  just  a  few  of  the  remarkable  returns  on  your  invest- 
ment. Since  1988,  cochlear  implant  surgeries  have  increased  from 
3,804  to  9,211.  And  initially,  they  were  only  available  to  people 
with  hearing  impairments  who  had  once  heard  speech.  But  now  we 
are  implanting  congenitally  deafened  children. 
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In  1988,  we  had  not  identified  a  single  gene  that  caused  deaf- 
ness. Today,  we  know  over  20  genes  that  cause  deafness. 

Recent  knowledge  of  the  cochlear,  that  the  cochlear  emits  sound, 
is  being  used  to  test  the  hearing  of  newborns  and  infants  by  a 
noninvasive  method.  When  implemented,  this  will  be  able  to  reduce 
the  age  of  discovering  whether  children  are  hearing-impaired  from 
3  or  4  years  of  age  to  under  1  year  of  age,  thus  alleviating  the  mon- 
umental effects  of  impairment  on  language  development. 

When  hair  cells  in  the  inner  ear  die,  our  hearing  is  impaired. 
When  we  began  this  Institute,  we  only  knew  that  certain  animals 
regenerated  nair  cells.  Now  we  had  a  very  exciting  discovery  just 
this  past  February  that  several  laboratories  reported  that  the  ger- 
minal cells  for  new  hair  cells  still  exist  in  the  mammalian  ear.  And 
now,  if  we  will  determine,  with  expanded  funding,  how  to  repro- 
duce regeneration  and  facilitate  repair  of  the  inner  ear  in  man,  this 
regeneration  also  helps  balance  disorders. 

Certain  antibiotics  which  must  be  used  to  save  thousands  of  lives 
each  year  just  kill  the  hearing  when  they  are  used  in  high  dosages. 
And  now  it  may  be  possible,  we  find,  with  continued  funding,  to 
chemically  block  the  ototoxic  side  effects  of  these  drugs.  These  are 
just  a  few  of  the  examples  of  the  many  exciting  discoveries  of 
NIDCD. 

And  with  these  in  mind,  I  would  like  to  make  a  few  recommenda- 
tions. 

NIDCD  should  not  fall  below  funding  125  new  and  competing 
grants.  This  would  require  $4.5  million  more  than  we  are  receiving, 
and  would  allow  us  to  take  advantage  of  many  more  research  op- 
portunities. In  the  contract  line,  we  need  an  additional  $750,000  to 
proceed  with  hearing  aid  research  and  clinical  trials,  in  collabora- 
tion with  the  Department  of  Veterans'  Affairs,  and  we  will  now 
have  to  put  this  on  until  1995. 

Some  $500  million  more  in  training  would  allow  NIDCD  to  sup- 
port more  outstanding  training  opportunities.  In  the  intramural 
program  we  are  in  the  process  of  recruiting  a  clinical  director  and 
developing  clinical  branches.  An  extra  $1  million  would  be  effec- 
tively used  for  this  program. 

PREPARED  STATEMENT 

In  summary,  I  would  like  to  recommend  that  an  additional  $6.75 
million  be  added  to  the  President's  budget  in  order  for  the  NIDCD 
to  carry  out  its  fine  programs  to  help  48  million  Americans  who  are 
communicatively  impaired. 

Thank  you  very  much  for  your  kind  attention. 

[The  statement  follows:] 

Statement  of  Geraldine  Dietz  Fox 

Good  morning,  Chairman  Harkin,  and  members  of  the  Subcommittee.  Thank  you 
for  allowing  me  the  privilege  of  appearing  before  you  for  the  sixth  year  for  expanded 
funding  for  the  National  Institute  on  Deafness  and  Other  Communication  Disorders. 
I  am  here  to  assure  you  that  the  dollars  you  have  invested  for  research  and  training 
at  the  NIDCD  over  the  past  four  years  have  been  wisely  spent.  Because  of  the  limi- 
tation of  time,  I  would  like  to  name  just  a  few  of  the  remarkable  returns  on  your 
investments  since  1988,  and  suggest  the  kinds  of  future  dividends  that  are  possible. 

Cochlear  implant  surgeries  began  in  1978  or  1979;  the  number  of  implants  per- 
formed worldwide  has  gone  from  3,804  in  1988,  to  9,211  in  1992.  Initially,  cochlear 
implants  were  only  available  to  people  with  hearing  impairments  who  had  once 
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heard  speech.  Now,  we  are  implanting  congenitally  deafened  children  and  find  that 
it  is  effective  and  allows  them  to  develop  speech  production  and  speech  understand- 
ing over  time.  We  have  made  extraordinary  advances  in  a  coding  strategy  provided 
by  the  interleaved  speech  processor,  which  greatly  improves  the  understanding  of 
speech  for  cochlear  implant  users.  These  new  strategies  are  also  leading  to  the  de- 
velopment of  improved  hearing  aids. 

In  1988,  we  had  not  identified  a  single  gene  that  caused  deafness.  Today  we  have 
isolated  and  identified  more  than  twenty  genes  and  are  beginning  to  understand  the 
variables  that  cause  some  of  the  defects  in  the  genetic  code  that  cause  hearing  loss. 
The  next  step  is  to  determine  the  normal  gene  and  to  find  out  how  it  functions. 
Then  we  will  be  in  a  position  to  initiate  gene  therapy.  This  should  have  a  profound 
effect  on  more  than  50  percent  of  the  causes  of  hearing  impairment. 

Recent  knowledge  that  the  cochlea  emits  sound  (otoacoustic  emissions)  is  being 
used  for  testing  the  hearing  of  newborns  and  infants  by  a  non-invasive  method. 
Through  a  large  multi-centered  clinical  investigation  recently  granted  by  NIDCD, 
we  will  be  able  to  assess  the  feasibility  of  efficient,  cost-effective  universal  screening 
of  infants'  and  newborns'  hearing.  If  the  investigation  shows  the  method  can  be  im- 
plemented, we  would  possibly  be  able  to  reduce  the  age  of  identification  of  hearing 
impairment  in  children  from  three  or  four  years  to  under  one  year  of  age,  thus  alle- 
viating the  monumental  effects  of  hearing  impairment  on  language  development. 
We  will  need  expanded  funding  for  clinical  trials  for  delivery  systems  for  screening, 
detection,  treatment,  and  care  of  all  children. 

Delicate  hair  cells  in  the  inner  ear  convert  sound  waves  conducted  by  the  struc- 
tures of  the  outer  and  middle  ear  into  electrical  signals,  which  are  carried  by  the 
auditory  nerve  to  the  brain,  where  this  information  is  interpreted,  enabling  us  to 
hear.  We  are  born  with  all  the  hair  cells  we  will  ever  have.  When  hair  cells  in  the 
inner  ear  die  or  are  destroyed,  whether  it  is  due  to  age,  certain  viruses,  high  fevers, 
loud  or  sustained  noise,  or  ototoxic  drugs,  our  hearing  is  permanently  impaired. 

In  1988,  we  knew  that  in  addition  to  fish  and  amphibians,  birds  also  had  the  ca- 
pability to  regenerate  hair  cells.  Since  that  time,  we  have  identified  the  cells  that 
are  responsible  for  producing  the  new  hearing  receptor  cells;  and  in  birds,  we  have 
shown  that  the  new  cells  connect  to  the  brain  and  send  information  about  sound 
to  the  brain. 

This  happens  in  the  area  responsible  for  balance  as  well  as  hearing.  The  new  cells 
are  responsible  for  restoring  hearing  or  balance  function. 

In  several  laboratories  during  the  last  two  years,  we  have  developed  model  sys- 
tems in  organ  or  tissue  cultures  in  order  to  define  and  isolate  the  chemical  mol- 
ecules responsible  for  the  regeneration.  In  order  to  stimulate  new  hair  cells  to  occur 
in  great  abundance,  we  need  to  understand  the  chemical  signals  that  stimulate  this 
reaction  in  birds  and  then  be  able  to  apply  those  chemical  signals  in  mammals. 

In  early  February,  several  laboratories  reported  that  the  mammalian  inner  ear 
has  the  capability  to  make  new  hair  cells.  This  is  an  important  demonstration  be- 
cause it  shows  that  the  germinal  cells  for  new  hair  cells  still  exist  in  the  mamma- 
lian inner  ear.  Keep  in  mind  that  before  the  establishment  of  NIDCD,  we  did  not 
know  that  hair  cell  regeneration  could  take  place  in  mammals.  This  new  informa- 
tion greatly  increases  the  chances  that  hair  cell  regeneration  will  be  of  therapeutic 
value  to  humans.  The  data  we  now  have  strongly  argues  that  with  continued  fund- 
ing we  will  determine  how  to  produce  regeneration  and  facilitate  repair  of  the  inner 
ear  in  man. 

Certain  drugs  (aminoglycoside  antibiotics)  which  must  be  used  to  save  thousands 
of  lives  each  year  cause  deafness  when  given  in  high  doses.  Until  now,  it  was  felt 
that  this  was  an  unavoidable  side  effect  required  to  save  lives.  Recent  data  has  indi- 
cated that  it  may  be  possible  to  chemically  block  the  ototoxic  side  effect  of  these 
bacteriocidal  agents  on  hearing.  Continued  research  is  required  on  the  pharmacol- 
ogy and  biochemistry  of  these  drugs  and  on  how  the  metabolic  breakdown  pathway 
might  be  modified  to  prevent  deafness.  Current  data  strongly  indicates  that  we  can 
accomplish  this. 

These  are  only  a  few  of  the  many  examples  of  exciting  discoveries  at  the  NIDCD. 
Budget  reductions  will  curtail  many  of  our  outstanding  research  programs  and  oth- 
ers may  have  to  be  eliminated.  Therefore,  I  would  like  to  encourage  Congress  to  in- 
crease its  investment  in  the  Institute  for  fiscal  year  1994,  with  the  expectation  that 
future  dividends  will  provide  even  greater  assistance  to  the  communicatively  im- 
paired. With  that  in  mind,  may  I  make  the  following  recommendations: 

First,  in  1992,  NIDCD  funded  141  new  and  competing  grants.  The  President's 
budget  for  fiscal  year  1994  would  only  allow  us  to  fund  106  new  and  competing 
grants.  NIDCD  should  not  fall  below  funding  125  new  and  competing  grants.  This 
would  be  a  reasonable  figure  and  would  require  $4.5  million  more  than  the  Presi- 
dent's budget  recommends  that  we  receive.  The  average  grant  today  costs  approxi- 
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mately  $225,000  annually.  We  have  made  good  progress  in  development  in  research 
in  human  communication,  but  we  could  take  advantage  of  many  more  opportunities 
with  more  funding. 

Second,  in  the  contract  line,  we  need  an  additional  $750,000  to  proceed  with  hear- 
ing aid  research  and  development  of  clinical  trials  in  collaboration  with  the  Veter- 
ans Affairs.  We  will  now  have  to  put  this  off  until  1995.  Five  million  people  wear 
hearing  aids;  15  million  other  people  who  have  tried  to  wear  hearing  aids  have  been 
unable  to  benefit  from  them.  So  tnat  means  20  million  people  need  improved  hear- 
ing aids. 

Third,  $500,000  more  in  training  would  be  desirable,  as  it  would  allow  NIDCD 
to  support  outstanding  training  programs. 

Fourth,  the  President's  budget  has  recommended  a  decrease  of  $150,000  in  the 
intramural  line.  We  are  in  the  process  of  recruiting  a  Clinical  Director  and  develop- 
ing the  Clinical  Branches.  We  can  use  $1,000,000  effectively  towards  the  Intramural 
program. 

In  summary,  I  would  like  to  recommend  an  additional  $6.75  million  to  the  $153.1 
million  recommended  in  the  President's  budget  in  order  for  the  NIDCD  to  carry  out 
its  fine  programs  to  help  48  million  commumcatively  impaired  Americans. 

Thank  you  for  your  kind  attention. 

Senator  Harkin.  Thank  you. 

We  will  return.  I  have  some  questions  about  the  investigation 
into  the  hair  in  the  inner  ear.  I  will  be  back  to  that. 

Senator  Gorton.  Good.  I  am  glad  you  are  going  to  ask  that  ques- 
tion, Mr.  Chairman. 

STATEMENT  OF  DAVID  KTMELMAN,  PRESD3ENT,  MONTGOMERY  COUN- 
TY, MARYLAND,  STROKE  CLUB 

Senator  Harkin.  Next,  we  will  go  to  David  Kimelman,  represent- 
ing the  Montgomery  County,  Maryland,  Stroke  Club. 

Welcome  to  the  subcommittee. 

Mr.  Kimelman.  Thank  you. 

Senator  and  distinguished  members  of  the  committee 

Senator  Harkin.  Can  you  pull  the  microphone  in  there  just  a  lit- 
tle bit  closer,  David. 

Mr.  Kimelman.  Yes;  how  is  that? 

Senator  Harkin.  That  is  great. 

Mr.  Kimelman.  All  right. 

Senator  and  members  of  the  committee,  my  name  is  David 
Kimelman.  I  am  president  of  the  Montgomery  County,  Maryland 
Stroke  Club,  and  have  the  honor  and  privilege  of  serving  as  its  first 
President  from  1982  to  1985.  We  are  a  nonprofit,  charitable  club 
without  dues,  so  that  all  stroke  families  and  others  interested  in 
stroke  may  belong. 

About  350  stroke  families  and  nearly  125  professionals  make  up 
our  membership.  I  am  a  second  generation  stroke  casualty.  My  dad 
had  a  stroke  at  age  59,  and  died  9  years  later.  Mine  was  a  bilateral 
stroke  that,  on  the  outset,  left  me  totally  paralyzed  at  the  age  of 
56.  I  was  forced  to  retire  from  Government  service  14  years  earlier 
than  I  planned.  I  shall  always  be  thankful  to  my  devoted  wife  and 
family  for  seeing  me  through  my  darkest  hours. 

Stroke  plays  no  favorite.  Miss  America  of  1963,  Jacquelyne 
Mayer  Townsend,  suffered  a  stroke  at  the  age  of  28.  President 
Bush's  mother,  Hillary  Rodham  Clinton's  father,  and  world  renown 
contralto,  Marian  Anderson,  have  all  been  among  its  fatalities. 

Thanks  to  modern  rehab,  technology  and  drugs,  such  as  devel- 
oped at  research  facilities  at  the  National  Institutes  of  Neurological 
Disease  and  Stroke,  I  have  made  a  substantial  recovery,  and  other 
stroke  survivors  see  hope  in  their  future.  Periodicals  on  stroke  pub- 
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lished  by  the  AMA,  the  American  Heart  Association,  National 
Stroke  Association,  and  Courage  Center's  Stroke  Connection  help 
stroke  families  to  cope  and  professionals  to  learn  more  about  this 
dread  affliction  that  strikes  down  about  one  person  per  minute, 
equating  to  500,000  persons  per  year,  killing  over  145,000,  making 
stroke  the  third  largest  killer  in  the  United  States. 

Most  people  have  heard  about  the  Sun  Belt  and  the  Wheat  Belt, 
but  few  people  know  anything  about  the  Stroke  Belt  States.  They 
are  Alabama,  Arkansas,  Georgia,  Indiana,  Kentucky,  Louisiana, 
Mississippi,  the  Carolinas,  Tennessee,  and  Virginia,  where  stroke 
incidence  and  death  are  way  above  the  national  norms.  Why?  Per- 
haps research  will  discover  the  answer. 

Under  the  fiscal  year  1994  budget,  funding  for  stroke  research  at 
NINDS  has  been  cut  by  $1.6  million  to  $65.5  million.  I  advocate 
funding  in  the  amount  of  $91.2  million  for  fiscal  year  1994,  a  small 
price  when  the  loss  in  our  economy  in  medical  bills  and  lost  wages 
is  estimated  to  be  about  $25  billion — and  I  am  saying  billion  not 
million — this  year. 

President  Bush  and  Members  of  the  Congress  declared  the  1990's 
as  a  "Decade  of  the  Brain."  With  full  realization  how  Congress,  par- 
ticularly this  committee,  has  helped  NINDS  in  past  years,  I  and 
thousands  of  stroke  survivors  are  grateful.  On  our  behalf  I  ask  you, 
please  allocate  the  $91.2  million.  Make  the  "Decade  of  the  Brain" 
one  of  which  you  shall  all  be  proud. 

PREPARED  STATEMENT 

I  prayed  that  my  stroke  was  the  last  my  family  would  have  to 
endure,  but  that  was  not  to  be.  Last  October,  my  wife  had  a  stroke. 
Fortunately,  it  was  not  severe.  Now  I  know  stroke  from  both  sides, 
as  a  survivor  and  a  care  giver.  I  know  it  can  never  be,  but  I  wish 
my  wife  and  I  could  be  the  whole  persons  that  we  used  to  be. 

Thank  you  for  these  few  minutes  that  I  shall  always  remember. 

Senator  Harkin.  Thank  you  very  much,  David,  for  your  wonder- 
ful testimony  and  for  being  here. 

[The  statement  follows:] 

Statement  of  David  Kimelman 

My  name  is  David  Kimelman.  I  am  President  of  the  Montgomery  County,  Mary- 
land Stroke  Club,  a  nondues  paying,  nonprofit,  charitable  organization.  I  also  had 
the  privilege  and  honor  of  being  its  first  president  from  January  1982  to  May  1985. 
The  Montgomery  County  Stroke  Club  has  about  350  members — stroke  survivors  and 
families,  as  well  as  about  100  professionals,  including  therapists,  M.D.'s,  hospitals 
and  others  interested  in  stroke.  Our  members  range  from  those  who  show  no  visible 
signs  of  stroke  to  those  who  cannot  talk,  or  who  need  assistance  to  walk,  dress, 
wash,  or  eat.  There  are  probably  thousands  throughout  the  State  and  I  know  mil- 
lions throughout  these  50  states  who  are  permanently  confined  to  their  homes  or 
in  nursing  centers  as  a  result  of  stroke.  I  have  seen  numerous  stroke  survivors  who 
are  bed  ridden,  many  with  no  control  over  their  body  functions.  Thousands,  yearly, 
have  transient  ischemic  attacks  (TIA's)  or  mini  strokes,  never  realizing  they  have 
had  one,  nor  realizing  they  are  a  candidate  for  a  major  stroke. 

I  am  a  second  generation  stroke  casualty.  My  father  had  his  first  stroke  in  1941, 
at  age  59,  and  died  nine  years  later  from  complications  of  another  stroke.  My  stroke 
struck  me  in  1979,  at  age  56.  I  had  a  bi-lateral  CVA  (coronary  vascular  accident) 
that  on  the  onset  left  me  totally  paralyzed  from  the  shoulders  down.  As  a  result 
of  my  stroke,  I  had  to  retire  from  government  service  14  years  early.  I  shall  always 
be  grateful  to  my  devoted  and  supportive  wife  and  family  who  were  there  in  my 
darkest  hours. 
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Three  long,  tedious  and  tiring  years  of  rehabilitation,  modern  technological  appa- 
ratus (i.e.,  CAT  scan  and  the  MRI),  plus  the  development  of  such  drugs  as 
Coumadin,  and  heparin  brought  me  where  I  am  today.  Despite  my  near  impossibility 
to  tie  shoe  laces,  pick  up  medicinal  pills,  or  easily  turn  a  page,  I  have  research  to 
thank,  such  as  that  done  at  the  National  Institute  of  Neurological  Disorders  and 
Stroke  (NINDS),  for  my  being  here.  Research  has  also  developed  t-PA,  and  more  re- 
cently, FDA-approved  ticlid,  a  drug  that  reduces  risk  of  stroke  for  those  who  have 
had  a  TIA  and  those  who  have  had  a  previous  thrombotic  stroke.  Research  has  also 
helped  in  development  of  publications  on  prevention  and  dealing  with  stroke.  Peri- 
odicals published  by  the  American  Medical  Association,  the  American  Heart  Asso- 
ciation and  the  National  Stroke  Association  help  professionals  and  family  members 
to  learn  more  about  this  dreaded  affliction. 

The  President's  fiscal  year  1994  budget  request  for  NINDS  would  cut  stroke  re- 
search at  the  NINDS  by  $1.6  million  from  the  fiscal  year  1993  estimate.  Under  the 
President's  request,  stroke  research  at  NINDS  would  be  $65.6  million,  a  small 
amount  considering  that  stroke  is  the  third  leading  cause  of  death  in  the  United 
States,  the  leading  cause  of  serious  disability  and  a  major  contributor  to  late-life  de- 
mentia. Stroke  strikes  about  500,000  Americans  annually,  killing  over  145,000. 
Stroke  plays  no  favorites.  Miss  America  of  1963,  Jacquelyn  Mayer  Townsend  suf- 
fered a  stroke  at  age  28.  Within  the  last  six  months,  three  notable  people  died  as 
a  result  of  stroke:  former  President  Bush's  mother,  Hillary  Rodham  Clinton's  father 
and  world  reknown  contralto,  Marian  Anderson. 

A  major  portion  of  stroke  survivors — there  are  over  3  million — have  been  left  with 
various  degrees  of  impairment  that  rob  them  of  their  productive  years.  Medical  and 
lost  productivity  costs  will  amount  to  an  estimated  $18  billion  to  $25  billion  in  1993. 

Most  people  have  heard  about  the  "Sun  Belt"  and  the  "Wheat  Belt,"  but  how 
many  people  have  heard  about  the  "Stroke  Belt?"  Stroke  incidence  and  death  rates 
are  higher  in  the  southeast — the  stroke  belt.  "Stroke  Belt"  states  are:  Alabama,  Ar- 
kansas, Georgia,  Indiana,  Kentucky,  Louisiana,  Mississippi,  North  Carolina,  South 
Carolina,  Tennessee  and  Virginia. 

I  advocate  funding  in  the  amount  of  $91.2  million  for  stroke  research  at  the 
NINDS.  This  figure  represents  a  $25.6  million  increase  over  the  estimated  level  of 
funding  for  stroke  research  that  would  be  provided  under  the  President's  fiscal  year 
1994  request  for  NINDS.  A  $91.2  million  funding  level  for  stroke  research  at  NINDS 
for  fiscal  year  1994  is  advocated  by  the  National  Advisory  Neurological  Disorders 
and  Stroke  Council's  in  the  "Progress  and  Promise  1992:  Status  Report  on  the  Dec- 
ade of  the  Brain"  to  allow  more  rapid  progress  toward  the  goal  of  "prevention  of  80 
percent  of  all  strokes  and  protection  of  the  brain  during  the  acute  stroke  within  the 
Decade  of  the  Brain."  This  amount  seems  small  for  the  havoc  the  disease  causes. 

The  Congress  and  then-President  Bush  declared  the  1990's  as  "the  Decade  of  the 
Brain."  With  full  realization  how  Congress,  particularly  this  Subcommittee,  has 
helped  the  funding  at  the  NIH,  I  am  grateful.  I  ask  you  to  allocate  to  the  NINDS 
$91.2  million  for  stroke  research  and  its  possible  prevention.  I  ask  you  on  behalf 
of  myself  and  all  the  millions  of  stroke  survivors  in  this  great  nation  today.  Please 
make  "the  Decade  of  the  Brain"  one  that  we  will  all  be  proud  of. 

I  prayed  that  my  stroke  would  be  the  last  in  our  family  or  my  descendants,  but 
unfortunately  this  was  not  to  be.  In  October  1992  my  wife  too  suffered  a  stroke. 
Now  I  know  stroke  from  both  sides,  as  a  survivor  and  as  a  care  giver.  I  leave  you 
with  a  simple  wish  I  have.  Although  it  can  never  be,  I  wish  my  wife  and  I  were 
the  whole  people  that  we  use  to  be. 

Thank  you  for  having  given  me  this  time.  I  shall  always  remember  this  oppor- 
tunity. 

STATEMENT  OF  LYNNE  K.  SIEMERS,  MEDICAL  LIBRARY  ASSOCIATION 
AND  ASSOCIATION  OF  ACADEMIC  HEALTH  SCIENCES  LIBRARY 
DIRECTORS 

Senator  Harkin.  Lynne  Siemers,  representing  the  Medical  Li- 
brary Association  and  the  Association  of  Academic  Health  Sciences 
Library  Directors. 

Ms.  SlEMERS.  Thank  you,  Mr.  Chairman  and  members  of  the 
committee.  I  am  Lynne  Siemers,  director  of  library  and  media  serv- 
ices at  the  Washington  Hospital  Center  here  in  the  District.  I  am 
also  a  graduate  of  Grinell  College  and  the  University  of  Iowa. 

I  am  pleased  to  appear  today  on  behalf  of  the  joint  legislative 
task  force  of  the  Medical  Library  Association  and  the  Association 
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of  Academic  Health  Science  Library  Directors  to  speak  in  support 
of  increased  funding  for  fiscal  year  1994  for  the  National  Library 
of  Medicine,  particularly  with  emphasis  on  NLM's  outreach  pro- 
grams and  its  high-performance  computing  and  communications  ef- 
forts. 

MLA  is  a  professional  association  of  about  5,000  individuals  and 
institutions  involved  in  the  management  and  dissemination  of  bio- 
medical information  to  support  patient  care,  education,  and  re- 
search. AAHSLD  is  an  organization  of  librarians  representing 
schools  of  the  next  generation  of  health  care  professionals.  One  of 
our  common  goals  is  to  ensure  that  biomedical  information  is  made 
available  to  health  science  libraries  and  is  accessible  to  health  care 
professionals,  scientists,  students,  and  patients  throughout  the  Na- 
tion. 

Outreach  programs  are  of  particular  importance  to  our  organiza- 
tions. These  initiatives,  which  are  designed  to  bring  the  most  cur- 
rent medical  information  to  medically  under-served  areas,  have 
proven  to  be  successful  in  improving  patient  care.  In  an  article 
published  in  the  September  1991  issue  of  the  Journal  of  the  Amer- 
ican Medical  Association,  physicians  reported  changes  in  their  di- 
agnosis, choice  of  tests  and  drugs,  length  of  hospital  stay,  and  ad- 
vice given  to  the  patients  as  a  result  of  information  provided  by  the 
medical  librarian. 

Physicians  rated  the  information  provided  by  the  library  higher 
than  other  information  sources,  such  as  diagnostic  imaging,  lab 
tests,  and  discussions  with  colleagues.  Hospital  library  services 
have  a  direct  impact  on  the  quality  of  patient  care,  and  are  an  es- 
sential resource  for  every  hospital,  large  and  small,  urban,  and 
rural. 

The  dissemination  of  information  and  NLM's  outreach  programs 
are  being  greatly  enhanced  by  the  high  performance  computing  and 
communications  initiative.  The  High  Performance  Computing  and 
Communications  Act  passed  by  the  102d  Congress  legislated  the  es- 
tablishment of  a  national  information  highway  that  will  provide 
health  care  practitioners  and  others  with  greater  access  to  the 
world's  medical  literature,  will  allow  for  the  high-speed  computing 
necessary  for  complex  biomedical  models,  and  will  permit  scientists 
in  different  areas  of  the  country  to  work  together  on  intricate  re- 
search projects. 

NLM  and  the  National  Science  Foundation  are  working  very 
hard  to  ensure  access  to  this  network  on  the  part  of  hospitals  not 
necessarily  affiliated  with  academic  institutions.  We  think  that  this 
connection  is  very  important  in  ensuring  equal  access  to  the  medi- 
cal information  that  is  generated  at  NIH,  particularly  in  areas  of 
the  research  needed  by  some  of  the  programs  that  you  have  heard 
described  earlier  this  morning. 

PREPARED  STATEMENT 

There  are  also  additional  programs  within  NLM  that  merit  this 
increased  support  to  encourage  the  access  to  the  research.  We  feel 
in  order  to  accomplish  all  of  this,  the  task  force  is  endorsing  a  1994 
fiscal  year  appropriation  of  $133,349  million  for  the  National  Li- 
brary of  Medicine.  This  level  of  funding  will  ensure  that  the  vital 
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health  information  needs  of  the  American  health  care  community 
are  met. 

Thank  you  very  much.  I  would  be  happy  to  answer  any  ques- 
tions. 

Senator  Harkin.  Thank  you  very  much,  Ms.  Siemers. 

As  you  know,  that  is  one  of  the  three  areas  of  NIH  in  the  Presi- 
dent's budget  that  did  receive  the  full  increase. 

[The  statement  follows:] 

Statement  of  Lynne  K.  Siemers 

Mr.  Chairman  and  members  of  the  subcommittee,  I  am  Lynn  K.  Siemers,  Director 
of  Library  and  Media  Services  at  the  Washington  Hospital  Center  here  in  Washing- 
ton, D.C.  I  am  appearing  today  on  behalf  of  the  Joint  Legislative  Task  Force  of  the 
Medical  Library  Association  (MLA)  and  the  Association  of  Academic  Health  Sciences 
Library  Directors  (AAHSLD)  to  speak  in  support  of  increased  fiscal  year  1994  fund- 
ing for  the  National  Library  of  Medicine  (NLM),  with  particular  emphasis  on  fund- 
ing for  NLM's  vital  Outreach  and  High  Performance  Computing  and  Communica- 
tions efforts. 

MLA  is  a  professional  organization  representing  approximately  5,000  individuals 
and  institutions  involved  in  the  management  and  dissemination  of  biomedical  infor- 
mation to  support  patient  care,  education  and  research.  AAHSLD  is  an  organization 
of  librarians  representing  schools  of  health  care  practitioners  of  the  next  generation. 
Together,  MLA  and  AAHSLD  address  health  information  issues  and  legislative  mat- 
ters of  importance  to  both  organizations  and  the  NLM.  One  of  our  organizations' 
goals  is  to  ensure  that  biomedical  information  is  made  available  to  health  sciences 
libraries  and  is  accessible  to  health  care  professionals,  scientists,  students  and  pa- 
tients throughout  the  nation. 

Outreach  programs  are  of  particular  interest  to  our  organizations.  These  initia- 
tives, designed  to  bring  the  most  current  medical  information  to  medically  under- 
served  areas,  have  proven  to  be  very  successful  in  improving  patient  care.  In  an  ar- 
ticle published  in  the  September,  1992  issue  of  The  Journal  of  the  American  Medical 
Association,  physicians  reported  changes  in  their  diagnosis,  choice  of  tests  and 
drugs,  length  of  hospital  stay  and  advice  given  to  the  patient  as  a  result  of  informa- 
tion provided  by  medical  librarians.  In  addition  to  these  changes,  physicians  re- 
ported being  able  to  avoid  hospital  admissions,  additional  tests  and  outpatient  vis- 
its, patient  mortality,  hospital  acquired  infection,  and  surgery.  Furthermore,  physi- 
cians rated  the  information  provided  by  the  library  more  highly  than  other  informa- 
tion sources  such  as  diagnostic  imaging,  lab  tests  and  discussions  with  colleagues. 
Improving  health  professionals  access  to  information  effectively  utilizes  existing  re- 
search and  resources  and  results  in  an  overall  improvement  in  patient  care.  Hos- 
pital library  services  impact  the  quality  of  patient  care  and  are  a  vital  resource  for 
every  hospital,  large  and  small,  urban  and  rural. 

One  place  where  access  to  medical  information  plays  an  important  role  in  health 
care  delivery  is  the  Lower  Rio  Grande  Valley  in  Texas.  Since  1989,  medical  librarian 
Mary  Jo  Dwyer  has  been  the  only  source  of  medical  information  for  many  health 
care  professionals  in  this  region  of  the  state.  Based  at  the  University  of  Texas 
Health.  Science  Center  at  San  Antonio,  Ms.  Dwyer  spends  a  considerable  amount  of 
time  travelling  among  the  hospitals  and  clinics  in  Brownsville,  Edinburg,  Harlingen, 
San  Benito,  McAllen,  Mission  and  Weslaco.  Brownsville  has  recently  witnessed  an 
increased  incidence  of  anencephaly  in  newborn  infants.  Armed  with  her  laptop  com- 
puter and  modem,  Ms.  Dwyer  sorts  through  millions  of  medical  references  at  the 
National  Library  of  Medicine  in  an  effort  to  help  health  care  providers  find  an  an- 
swer to  this  puzzling  epidemic.  "We  probably  have  the  best  collection  of  literature 
anywhere  as  a  result  of  Mary  Jo's  searches  for  us,"  says  Dr.  Carmen  Rocco,  Assist- 
ant Medical  Director  of  the  Brownsville  Community  Health  Clinic.  With  this  wealth 
of  information  at  their  fingertips,  health  care  providers  are  more  likely  to  discovef 
the  cause  of  this  devastating  birth  defect. 

Mr.  Chairman,  this  is  but  one  example  of  how  the  NLM's  Outreach  can  assume 
a  proactive  role  in  the  growing  debate  over  health  care  delivery  in  the  United 
States.  There  are  millions  of  health  care  professionals  in  this  country  who  could 
benefit  from  the  services  of  the  National  Library  of  Medicine.  However,  these  serv- 
ices are  not  as  widely  used  as  they  should  be.  This  subcommittee  has  funded  billions 
of  dollars  for  much  needed  health  care  research  at  the  National  Institutes  of  Health 
and  it  is  vitally  important  that  this  information  is  made  accessible  to  those  individ- 
uals who  can  most  directly  utilize  it.  By  making  this  information  more  accessible 
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to  health  professionals  around  the  nation,  we  will  see  improvement  in  the  health 
care  individuals  receive.  The  society  that  is  willing  to  invest  in  complex  and  expen- 
sive biomedical  research  and  yet  is  unwilling  to  provide  funds  to  ensure  that  the 
results  of  that  research  are  available  to  other  researchers,  practitioners  and  patients 
has  a  fundamental  flaw  in  its  philosophy. 

The  dissemination  of  information  and  the  NLM's  Outreach  programs  are  being 
greatly  enhanced  by  the  High  Performance  Computing  and  Communications  initia- 
tive. The  programs  under  this  new  initiative  are  vitally  important  to  us.  The  NLM 
and  the  National  Science  Foundation  (NSF)  are  working  together  to  connect  hos- 
pitals and  other  biomedical  institutions  to  this  network.  The  High  Performance 
Computing  and  Communications  Act  passed  by  the  102nd  Congress  legislated  the 
establishment  of  a  national  information  highway  that  will  provide  health  care  prac- 
titioners, and  others,  with  greater  access  to  the  world's  medical  literature,  will  allow 
for  the  high  speed  computing  necessary  for  complex  biomedical  models,  and  will  per- 
mit scientists  in  different  areas  of  the  country  to  work  together  on  intricate  research 
projects.  The  expertise  of  medical  librarians  and  other  health  information  special- 
ists, who  are  benefitting  from  this  "connections  program",  makes  them  uniquely 
qualified  to  provide  education  and  training  to  health  care  providers,  students  and 
other  users  of  the  network.  The  importance  and  necessity  of  implementing  this 
project  was  most  clearly  evident  during  the  unveiling  of  President  Clinton's  eco- 
nomic stimulus  proposal.  In  it,  the  President  proposed  a  $9  million  increase  in  fiscal 
year  1993  programs  in  order  to  develop  applications  of  advanced  computer  and 
networking  technology  for  health  care.  President  Clinton  also  included  a  request  for 
an  additional  $24  million  in  1994  to  continue  these  activities.  We  applaud  and  en- 
thusiastically support  the  President's  request  for  additional  funding  for  these  impor- 
tant health  care  programs. 

Mr.  Chairman,  there  are  many  additional  programs  within  the  NLM  that  merit 
increased  federal  involvement:  the  National  Network  of  Libraries  of  Medicine,  Inte- 
grated Advanced  Information  Management  Systems  (IAIMS),  Resource  Grants  for 
informational  materials  to  smaller  institutions,  Training  Centers  and  Individual 
Awards  that  ensure  that  health  care  professionals  around  the  nation,  especially  in 
medically  underserved  rural  and  minority  communities,  have  access  to  the  most  cur- 
rent federally  funded  NIH  research.  It  is  critical  that  all  these  programs  within  the 
NLM  be  maintained  in  order  to  continue  to  ensure  the  dissemination  of  medical  re- 
search. Furthermore,  it  is  critical  that  basic  services  within  the  NLM  be  upgraded 
in  order  to  ensure  the  proper  maintenance  of  existing  facilities  and  programs,  the 
underpinnings  of  NLM's  Outreach  efforts. 

In  order  to  accomplish  this,  the  MLA/AAHSLD  Legislative  Task  Force  rec- 
ommends a  fiscal  year  1994  appropriation  of  $133,349,000  for  the  National  Library 
of  Medicine.  This  level  of  funding  will  assure  that  the  vital  health  information  needs 
of  the  American  healthcare  community  will  be  met.  Our  increasing  reliance  on  up- 
to-date  health  care  information  is  indicative  of  the  information  age  in  which  we  now 
live.  However,  these  needs  are  limited  by  the  resources  available  to  medical  librar- 
ians and  academic  health  science  library  directors  around  the  country. 

In  closing  Mr.  Chairman  and  members  of  the  subcommittee,  I  would  like  to  thank 
you  for  your  interest  and  efforts  on  behalf  of  medical  and  health  sciences  libraries 
throughout  the  nation.  We  appreciate  the  opportunity  to  testify  regarding  the  NLM 
and  would  be  happy  to  answer  any  questions  you  may  have  regarding  these  issues. 

STATEMENT  OF  OWEN  RENNERT,  M.D.,  AMERICAN  PEDIATRIC  SOCI- 
ETY, SOCIETY  FOR  PEDIATRIC  RESEARCH,  AND  ASSOCIATION  OF 
MEDICAL  SCHOOL  PEDIATRIC  DEPARTMENT  CHAIRMEN 

Senator  Harkin.  Dr.  Owen  Rennert,  representing  the  American 
Pediatric  Society  and  the  Society  for  Pediatric  Research. 

Dr.  Rennert.  Mr.  Chairman,  members  of  the  committee.  I  am 
Owen  Rennert,  and  I  am  currently  the  chairman  of  the  department 
of  pediatrics  at  the  Georgetown  University  School  of  Medicine.  I  am 
here  today  representing  the  American  Pediatric  Society,  the  Society 
for  Pediatric  Research,  and  the  Association  of  Medical  School  Pedi- 
atric Department  Chairmen. 

On  behalf  of  the  pediatric  societies,  I  would  like  to  thank  the 
subcommittee  for  the  opportunity  to  present  this  statement. 

These  organizations  represent  pediatric  researchers,  the  faculty 
of  medical  and  research  facilities,  and  the  leaders  of  U.S.  medical 
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pediatric  departments  who  are  committed  to  the  advancement  of 
science  and  the  improvement  in  the  quality  of  the  life  of  all  Ameri- 
ca's children. 

I  would  like  to  focus  my  remarks  primarily  on  biomedical  re- 
search, but  please  refer  to  my  written  testimony  for  all  of  our  ap- 
propriation requests. 

As  we  begin  our  effort  to  reform  our  health  care  system,  there 
is  and  must  be  an  intimate,  necessary,  and  powerful  role  for  medi- 
cal research.  To  ignore  this  role  is  to  create  a  serious  deficit  in  both 
understanding  and  planning  for  the  future  of  health  care  in  this 
country. 

Successful  control  of  disease  affecting  both  children  and  adults 
with  accompanying  cost  reductions  will  not  occur  without  recogni- 
tion of  the  necessity  of  coupling  research  with  reforms  in  the  design 
and  funding  of  the  health  care  delivery  system.  At  our  own  institu- 
tion, we  have  made  the  issues  that  relate  to  the  high-infant  mortal- 
ity in  the  District  of  Columbia,  the  lack  of  access  of  health  care  for 
children  in  the  District  of  Columbia  a  focus  and  a  center  of  excel- 
lence. 

We  have  developed  a  perinatal/neonatal  research  center,  which 
hopefully,  through  the  combination  of  research  on  biochemical,  ge- 
netic, social,  economic,  and  behavioral  areas,  will  help  to  impact 
the  health  care  of  those  children.  We  have  initiated  a  project  to  de- 
liver health  care  by  using  a  mobile  Winnebago  to  bring  health  care 
to  children  in  various  districts  within  the  District  of  Columbia. 

Having  stated  that,  I  must  add  that  I  and  the  organizations  I 
represent  are  concerned  about  the  funding  levels  proposed  by  the 
President  for  the  National  Institutes  of  Health.  The  President's  re- 
quest includes  a  3.2-percent  increase,  which  is  significantly  below 
the  4.7-percent  increase  in  inflation  as  measured  by  the  biomedical 
research  and  development  price  index. 

A  more  telling  sign  as  to  the  impact  on  research  at  NIH  is  the 
decrease  in  the  number  of  competing  renewal  research  project 
grants  that  NIH  will  be  able  to  fund.  The  actual  number  of  re- 
search project  grants  dropped  in  fiscal  year  1993.  And  if  the  Presi- 
dent's requests  are  utilized,  the  number  will  drop  again. 

The  statistics  I  have  provided  illustrate  the  size  of  the  impact  on 
NIH,  but  cannot  possibly  illustrate  the  loss  in  valuable  research 
that  will  result  from  this  budget.  This  is  true  for  the  entire  spec- 
trum of  biomedical  and  behavioral  research,  from  the  most  basic  to 
the  clinical  and  applied. 

For  example,  infants  born  with  congenital  anomalies  and  chil- 
dren with  cancer  are  living  longer,  often  leading  productive  lives. 
We  are  unlocking  the  mysteries  of  the  normal  and  abnormal  devel- 
opment of  cells,  giving  clues  to  possible  interventions  which  would 
save  more  children  from  suffering. 

Finally,  I  would  like  to  mention  one  other  important  program. 
The  pediatric  societies  are  pleased  that  the  President's  fiscal  year 
1994  budget  request  includes  $158  million  for  the  Agency  for 
Health  Care  Policy  and  Research.  My  organizations  join  with  the 
ad  hoc  group  for  medical  research  funding  in  requesting  $11.6  bil- 
lion for  the  NIH.  We  join  with  the  friends  of  the  National  Insti- 
tute's Child  Health  and  Human  Development  in  asking  for  $684 
million  for  that  Institute;  and  we  join  with  the  friends  of  the  Agen- 
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cy  for  Health  Care  Policy  and  Research  in  recommending  $158  mil- 
lion for  that  agency. 

PREPARED  STATEMENT 

In  closing,  I  might  use  the  words  that  Plutarch  said  to  his  fellow 
citizens  when  he  wrote:  "Why  do  you  scrape  and  fight  so  for  wealth 
and  pay  so  little  attention  to  your  children  to  whom  someday  you 
will  leave  it  all?" 

Thank  you  for  the  opportunity  to  explain  the  importance  of  bio- 
medical research  to  the  overall  health  care  system. 

Senator  Harkin.  Thank  you  very  much,  Dr.  Rennert. 

[The  statement  follows:] 

Statement  of  Owen  Rennert 

Mr.  Chairman,  members  of  the  committee,  I  am  Owen  Rennert,  M.D.  I  am  cur- 
rently the  Chair  of  the  Department  of  Pediatrics  at  the  Georgetown  University 
School  of  Medicine.  I  am  here  today  representing  the  American  Pediatric  Society, 
the  Society  for  Pediatric  Research,  and  the  Association  of  Medical  School  Pediatric 
Department  Chairmen.  On  behalf  of  the  pediatric  societies,  I  would  like  to  thank 
the  subcommittee  for  the  opportunity  to  present  this  statement.  These  organizations 
represent  pediatric  researchers,  the  faculty  of  medical  and  research  facilities,  and 
the  leaders  of  all  U.S.  medical  school  pediatric  departments,  who  are  committed  to 
the  advancement  of  science  and  the  improvement  in  the  quality  of  life  for  all  Ameri- 
ca's children.  In  addition  to  the  specific  recommendations  listed  below,  we  also  sup- 
port the  recommendations  presented  by  the  Coalition  For  Health  Funding  on  overall 
health  spending. 

research  and  research  training 

Pediatric  research  is  very  exciting  today.  This  is  true  for  the  entire  spectrum  of 
biomedical  and  behavioral  research — from  the  most  basic  to  the  clinical  and  ap- 
plied— even  though  it  can  be  years  before  discoveries  and  developments  are  incor- 
{>orated  into  routine  patient  care.  For  example,  infants  born  with  congenital  anoma- 
ies  and  children  with  cancer  are  living  longer,  often  leading  productive  lives.  We 
are  unlocking  the  mysteries  of  the  normal  and  abnormal  development  of  cells,  giving 
us  clues  to  possible  interventions  which  would  save  more  children  from  suffering. 

At  the  instigation  of  Congress  four  years  ago,  the  National  Institute  of  Child 
Health  and  Human  Development  (NICHD)  established  the  Child  Health  Research 
Centers  Program.  During  the  past  four  years,  this  subcommittee  has  supported  that 
program.  We  thank  you  for  your  support.  This  program  has  been  enthusiastically 
received  by  our  community  and  the  competition  nas  been  rigorous.  A  major  goal  of 
this  program  is  to  develop  a  new  cadre  of  rigorously  trained  pediatric  scientists, 
which  is  vital  to  the  future  of  pediatric  research.  We  ask  you  to  provide  sufficient 
funds  to  finance  the  19  centers  at  $400,000  each,  which  is  consistent  with  the  pro- 
gram's objectives  and  the  intent  of  Congress. 

We  also  urge  you  not  to  forget  the  other  elements  of  research  support.  An  impor- 
tant aspect  of  research  is  the  clinical  and  applied  research  which  provides  the  nec- 
essary testing  and  transition  before  new  knowledge  is  incorporated  into  routine  pa- 
tient care.  NIH  provides  crucial  funds  to  ensure  the  future  of  research  through  the 
training  of  new  investigators.  The  federal  investment  also  supports  the  research  en- 
vironment, including  equipment  and  facilities,  information  management,  animal  re- 
sources, general  clinical  research  and  other  mechanisms  to  facilitate  the  sharing  of 
resources.  Another  vital  program,  which  has  been  decreased  significantly  in  recent 
years,  is  the  Biomedical  Research  Support  Grant  (BRSG)  program.  We  ask  that  you 
provide  sufficient  funds  to  ensure  the  continuation  and  expansion  of  the  BRSG. 

Our  organizations  join  with  the  Ad  Hoc  Group  for  Medical  Research  Funding  in 
requesting  $11.6  billion  for  the  National  Institutes  of  Health.  We  also  join  with  the 
Friends  of  NICHD  in  asking  for  $684,997  million  for  that  institute. 

HEALTH  professions  training 

For  the  first  time  in  many  years  the  President's  budget  allocates  funding  for  the 
health  professions  training  programs.  Now,  more  than  ever,  these  programs  are 
vital  to  ensure  that  there  are  sufficient  numbers  of  trained  primary  care  providers 
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to  serve  the  millions  of  new  people  anticipated  to  be  covered  under  a  new  health 
care  system.  Currently,  there  are  many  areas  of  this  country  without  sufficient  phy- 
sicians to  provide  appropriate  care  for  our  infants,  children  and  adolescents.  If  we 
are  going  to  have  an  adequate  supply  of  primary  care  pediatricians  to  meet  the  an- 
ticipated demand  for  their  services,  then  we  must  protect  graduate  medical  edu- 
cation funding  now. 

We  ask  that  this  subcommittee  continue  to  support  the  very  important  Title  VII 
Primary  Care  Training  Grants.  This  program  is  a  small,  but  crucial,  element  to  pay 
for  the  training  of  general  pediatricians.  An  important  aspect  of  this  program  is  to 
allow  for  a  few  institutions  to  develop  new  models  of  training  for  our  future  pediatri- 
cians. The  funding  for  this  program  has  decreased  almost  every  year  for  the  past 
decade. 

Therefore,  it  is  urgent  that  this  subcommittee  provide  funds  for  the  General  Inter- 
nal Medicine/General  Pediatrics  program  of  Title  VII.  We  recommend  $25  million 
for  the  Title  VII  Primary  Care  Training  Grant  General  Internal  Medicine/General 
Pediatrics  program.  We  also  support  the  recommendation  of  the  Health  Professions 
and  Nursing  Education  Coalition  of  an  overall  Title  VII  and  VIII  appropriation  of 
$387.9  million. 

Another  important  program  which  President  Clinton  seeks  to  expand  is  the  Na- 
tional Health  Service  Corps,  especially  the  scholarship  and  loan  repayment  pro- 
gram. We  applaud  this  imtiative  and  agree  that  this  program  is  an  integral  part 
of  national  efforts  to  increase  opportunities  for  minorities  to  become  health  profes- 
sionals. Our  organizations  ask  that  this  subcommittee  provide  $149.5  million  for  the 
field  placement  program  and  the  scholarship  and  loan  repayment  program. 

CENTERS  FOR  DISEASE  CONTROL  AND  PREVENTION 

The  Centers  for  Disease  Control  and  Prevention  (CDC)  is  a  unique  agency  within 
the  Public  Health  Service.  The  work  it  supports  affects  most  Americans.  For  infants 
and  children,  for  example,  it  supports  the  Childhood  Immunization  Program,  screen- 
ing and  prevention  activities  for  lead  poisoning,  and  injury  control,  prevention  and 
research.  We  are  pleased  that  the  President  has  increased  funding  for  this  very  im- 
portant agency.  However,  we  believe  that  to  adequately  support  the  activities  and 
needs  of  the  CDC,  we  support  the  recommendation  of  the  CDC  Coalition  of  a  fund- 
ing level  of  $2.5  billion  for  fiscal  year  1994. 

AGENCY  FOR  HEALTH  CARE  POLICY  AND  RESEARCH 

This  relatively  new  arm  of  the  Public  Health  Service  is  the  federal  government's 

firimary  agency  responsible  for  medical  effectiveness  and  health  services  research, 
t  also  supports  the  training  of  new  health  service  researchers.  The  president  has 
requested  $158  million  for  fiscal  year  1994,  which  should  begin  to  expand  the  agen- 
cy activities  to  the  level  necessary  to  make  available  the  information  needed  for  in- 
formed choices  about  health  care  reform. 

We  urge  your  support  for  the  AHCPR  and  recommend  funding  it  at  $158  million 
for  fiscal  year  1994. 

SUMMARY 

We  thank  you  for  the  opportunity  to  testify  and  present  the  recommendations  of 
our  three  organizations  for  all  programs  involving  research  and  research  training 
and  the  financing  of  graduate  medical  education. 

Appropriation  requests 

Agency  for  Health  Care  Policy  and  Research  (AHCPR)  $158,000,000 

Centers  for  Disease  Control  and  Prevention  (CDC)  2,500,000,000 

National  Health  Service  Corps  (NHSC) 149,500,000 

National  Institutes  of  Health  (NIH) 11,600,000,000 

National  Institute  on  Child  Health  and  Human  Development 

(NICHD) 684,997,000 

Primary  Care  Training  Grants  (Titles  VII  and  VIII)  387,900,000 

General  Internal  Medicine/General  Pediatrics  25,000,000 

STATEMENT  OF  WILLIAM  F.  DONALDSON,  CHILDREN'S  HOSPITAL  OF 
PITTSBURGH 

Senator  Harkin.  Next  is  William  Donaldson  on  behalf  of  the 
Children's  Hospital  of  Pittsburgh. 


134 

Welcome  to  the  subcommittee. 

Mr.  Donaldson.  Thank  you,  Mr.  Chairman,  members  of  the  sub- 
committee. It  is  a  pleasure  to  appear  before  you.  And  I  want  to 
thank  you  for  the  opportunity  to  speak  in  support  of  adequate 
funding  for  the  Child  Health  Research  Program. 

Through  your  leadership,  the  Child  Health  Research  Center  Pro- 
gram was  launched  in  1989  by  the  NICHD.  The  Children's  Hospital 
of  Pittsburgh  was  fortunate  to  be  chosen  as  one  of  these  19  centers. 
I  note  also  that  one  of  them  exists  in  your  home  State,  Senator 
Harkin. 

The  mission  of  the  Child  Health  Research  Centers  is  to  speed  the 
development  of  research  findings  using  new  tools,  so  that  we  may 
have  improved  medical  treatment,  and  we  like  to  refer  to  this  as 
bench-to-bedside  application  of  research.  In  other  words,  each  of 
the  19  centers  has  cnosen  a  theme  of  research  which,  in  itself,  will 
lead  to  the  very  direct  application  of  their  findings  to  the  care  of 
the  patient. 

Our  center  selected  molecular  mechanisms  in  treatment  of  child- 
hood disease.  This  is  a  theme  that  draws  heavily  on  molecular  biol- 
ogy, the  latest  and  most  promising  method  in  biomedical  research. 

The  centers  that  you  have  created  are  doing  outstanding  work. 
To  do  this  effectively  demands  a  certain  synergy  of  conditions  to 
exist.  It  requires  a  firm  commitment  of  the  bench-to-bedside  con- 
cept I  referred  to.  It  requires  the  selection  of  promising,  dedicated 
young  researchers.  And  it  requires  the  resources  needed  to  get  the 
job  done. 

We  are  concerned  about  the  question  of  resources.  When  this  pro- 
gram was  started,  Congress  envisioned  providing  Child  Health 
Care  Research  Centers  with  $30  million  a  year,  as  specified  in  the 
NIH  reauthorization  bill  passed  numerous  times  by  both  houses  of 
Congress.  This  year,  only  $5.2  million  were  appropriated.  This  rep- 
resents a  decrease  from  prior  years. 

We  urge  to  fund  the  program  fully  as  originally  envisioned.  If 
you  find  you  cannot  do  that,  then  we  would  urge  you  to  reconsider 
the  plan  to  create  additional  centers.  Under  the  current  19,  it  is 
projected  that  the  number  of  centers  would  increase  to  30.  In  our 
view,  it  is  better  science  and  better  medicine  to  fund  the  existing 
centers  fully  than  to  create  more  centers  and  to  fund  none  of  them 
appropriately. 

PREPARED  STATEMENT 

You  asked  us  to  summarize  the  one  thing  we  wanted  to  leave 
with  you,  and  that  is  the  message.  If  you  cannot  increase  the  fund- 
ing so  that  there  is  adequate  funding  for  additional  centers,  then 
please  fund  the  current  centers  fully  so  they  can  do  the  job  as  you 
desire. 

Thank  you  very  much. 

[The  statement  follows:] 

Statement  of  William  Donaldson 

Children's  Hospital  of  Pittsburgh  appreciates  this  opportunity  to  submit  written 
testimony  to  the  Senate  Subcommittee  on  Labor,  Health  and  Human  Services,  Edu- 
cation and  Related  Agencies  in  support  of  adequate  funding  for  the  Child  Health 
Research  Center  program  funded  through  the  National  Institute  of  Child  Health 
and  Human  Development  (NICHD)  of  the  National  Institutes  of  Health  (NIH). 
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In  these  days  of  talk  of  health  care  reform  and  cost  containment,  research  into 
the  causes  and  cures  of  childhood  diseases  is  as  important  as  ever.  Nothing  im- 
proves the  quality  of  the  health  of  our  society,  or  saves  us  as  much  money,  as  pre- 
venting disease.  When  we  cannot  prevent  disease,  nothing  preserves  health  better, 
or  does  so  in  a  more  cost-effective  manner,  than  finding  new,  better  ways  to  cure 
them. 

Congress  acknowledges  these  facts  of  economic  life  annually  when  it  appropriates 
funds  for  biomedical  research.  It  did  so  very  specifically  in  1989  when  it  created  the 
Child  Health  Research  Center  program,  an  endeavor  designed  to  address  disease  at 
the  grass-roots  of  the  human  life  cycle.  I  would  like  to  give  you  a  sense  of  the  oppor- 
tunities that  your  support  of  this  program  have  made  possible  in  just  a  few  short 
years. 

THE  CHILD  HEALTH  RESEARCH  CENTER  PROGRAM 

Under  the  leadership  of  Congress,  NICHD  launched  the  Child  Health  Research 
Center  program  in  1989  to  build  research  capacity  at  pediatric  research  institutions 
and  to  develop  our  next  generation  of  pediatric  researchers.  Center  grants  are 
awarded  on  a  peer-reviewed,  competitive  basis  to  institutions  whose  primary  mis- 
sions are  the  care  of  children  and  the  training  of  physicians  and  medical  research- 
ers. Funds  awarded  through  the  programs  are  used  to  support  new  research  by  jun- 
ior investigators  and  to  improve  the  research  facilities  in  which  those  investigators 
work.  Participating  institutions  strive  to  bring  talented  young  medical  professionals 
to  the  field  of  biomedical  research  and  devote  particular  effort  to  attracting  women 
and  minorities  to  this  field. 

The  purpose  of  Child  Health  Research  Centers  is  to  hasten  the  application  of  lab- 
oratory research  to  the  treatment  of  diseases  and  conditions  that  affect  our  nation's 
children.  This  is  known  as  a  "bench  to  bedside"  approach,  and  it  is  the  centerpiece 
around  which  the  Child  Health  Research  Center  program  is  built.  Nineteen  centers 
have  been  created  since  the  program's  founding,  each  focusing  on  a  single  theme  or 
area  of  inquiry,  and  all  have  become  leaders  in  the  practical  application  of  new  sci- 
entific knowledge. 

THE  PROGRAM  AT  CHILDREN'S  HOSPITAL  OF  PITTSBURGH 

The  Child  Health  Research  Center  Program  at  Children's  Hospital  of  Pittsburgh 
is  a  joint  venture  of  the  hospital  and  the  Department  of  Pediatrics  of  the  University 
of  Pittsburgh.  Consistent  with  the  program's  philosophy  that  each  Center  should 
focus  on  a  particular  area  of  endeavor,  our  Center  has  chosen  "Molecular  Mecha- 
nisms and  Treatment  of  Childhood  Disease"  as  its  theme. 

Molecular  biology  is  the  latest,  most  advanced  approach  in  biomedical  research, 
offering  new,  previously  unimagined  hope  for  treating  a  wide  variety  of  diseases 
that  threaten  the  health  of  infants  and  children.  Through  molecular  biology,  our  sci- 
entists examine  biological  phenomena  at  their  most  basic  level — the  gene — as  well 
as  the  effect  of  the  environment  on  genetic  factors.  The  best-known  manifestation 
of  advancements  made  possible  from  work  in  molecular  biology  is  gene  therapy.  Vir- 
tually every  aspect  of  human  health  lends  itself  to  study  with  the  tools  of  molecular 
biology,  making  this  a  field  ideally  suited  for  fresh,  focused  study  from  an  open- 
minded,  inter-disciplinary  perspective. 

For  today's  work  in  molecular  biology  to  lead  to  tomorrow's  improvements  in  clini- 
cal care,  a  new  generation  of  physician-researchers  will  be  needed,  and  Children's 
Hospital  of  Pittsburgh  is  working  to  train  that  new  generation  of  practitioners 
through  its  Child  Health  Research  Center.  The  training  of  this  new  generation  of 
researchers  focuses  on  developing  and  refining  the  understanding  of  the  concepts 
and  technical  skills  of  molecular  biology  and  on  nurturing  the  ability  to  recognize 
the  applications  of  these  techniques  to  the  investigation  of  the  broad  spectrum  of 
the  congenital  and  acquired  diseases  of  childhood. 

Five  qualities  unique  to  this  Center  are  especially  crucial  to  this  process:  the 
interaction  among  basic  and  clinical  scientists;  the  large  pool  of  pediatric  residents 
and  pediatric  subspecialty  fellows  from  which  participants  are  drawn;  the  forging 
of  close  links  between  young  participants  and  established  scientists;  the  broad  selec- 
tion of  educational  programs  offered  by  Children's  Hospital  and  the  University  of 
Pittsburgh;  and  the  rich  variety  of  clinical  experience  offered  through  our  hospital. 
One  of  the  keys  to  the  success  of  this  endeavor,  moreover,  has  been  our  ability  to 
bring  established  researchers  into  this  program  to  serve  as  teachers  and  mentors 
for  our  program's  young  participants. 

Through  this  combination  of  resources,  opportunities,  and  interests,  Children's 
Hospital  of  Pittsburgh's  Child  Health  Research  Center  has  been  able  to  undertake 
a  good  deal  of  important  biomedical  research  in  the  brief  time  that  the  Center  has 
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been  operating.  Among  the  projects  we  have  undertaken  are:  the  identification  and 
characterization  of  some  of  the  factors  that  regulate  the  developmental  expression 
of  the  growth  hormone  receptor  gene;  and  the  development  of  animal  models  for  in- 
duction of  tolerance  across  species  barriers  by  bone  marrow  transplantation. 

THE  CHILDREN'S  HOSPITAL  OF  PITTSBURGH 

The  Child  Health  Research  Center  is  just  one  aspect  of  the  broader  biomedical 
research  under  way  at  Children's  Hospital  of  Pittsburgh;  our  researchers  are  pursu- 
ing a  broad  spectrum  of  inquiry  even  beyond  the  auspices  of  this  program.  They  are 
studying  the  nutritional  management  01  pediatric  patients  and  the  effects  of  nutri- 
tion on  post-operative  and  bowel-deficient  children;  the  effect  of  certain  stimulants 
on  the  behavior  of  mentally  retarded  children  with  attention  deficit  hyperactivity 
disorder;  juvenile  diabetes;  and  pediatric  neurology,  including  neurological  develop- 
ment. 

Hospital  researchers  are  particularly  active  in  the  investigation  of  childhood  can- 
cer. Our  hospital  is  one  of  the  leading  participants  in  the  Pittsburgh  Cancer  Insti- 
tute, part  of  NIH's  National  Children  s  Cancer  Study  Group.  Among  the  aspects  of 
pediatric  cancer  on  which  we  focus  are  neuroblastoma,  the  single  most  common  solid 
tumor  that  strikes  children;  cancers  of  the  brain  and  spinal  cord;  medulloblastoma 
and  astrocytoma,  the  two  most  common  cancers  of  children's  central  nervous  sys- 
tem; and  leukemia. 

To  most  residents  of  the  tri-state  area  (Pennsylvania,  Ohio,  and  West  Virginia), 
Children's  Hospital  of  Pittsburgh  is  known  for  its  outstanding  pediatric  care  for 
newborns  to  children  through  the  age  of  eighteen;  in  fact,  U.S.  News  and  World  Re- 
port has  rated  Children's  Hospital  of  Pittsburgh  among  the  top  five  pediatric  hos- 
pitals in  the  country.  Founded  in  1887,  the  hospital  today  is  a  230-bed,  state-of-the- 
art  facility.  In  fiscal  year  1992,  11,422  children  were  admitted  to  Children's  Hospital 
of  Pittsburgh,  resulting  in  62,095  patient  days  of  care.  Of  these  inpatients,  10  per- 
cent were  admitted  to  critical  care  patient  units.  In  addition,  7,081  children  received 
care  through  one  of  three  different  short  procedure  units,  56,384  emergency  room 
visits  occurred,  and  an  additional  105,670  visits  were  made  in  our  outpatient  pro- 
grams. 

Children's  Hospital  of  Pittsburgh  is  particularly  well-known  for  specific  kinds  of 
care.  We  have  one  of  the  busiest  pediatric  transplant  centers  in  the  world,  trans- 
planting livers,  lungs,  hearts,  and  bone  marrow  and  have  enjoyed  particular  success 
in  the  transplantation  of  small  intestines.  Children's  Hospital  has  one  of  just  fifteen 
pediatric  trauma  units  in  the  entire  country,  and  we  are  well-known  for  how  its 
work  in  the  treatment  of  epilepsy  and  cystic  fibrosis  and  our  diagnosis  of  pediatric 
neurological  disorders. 

RECOMMENDATIONS 

It  is  only  fitting  that  the  medical  director  of  a  children's  hospital  in  Pennsylvania 
remind  this  committee  of  one  of  the  best-known  expressions  in  our  culture,  a  senti- 
ment first  expressed  by  the  most  prominent  Pennsylvanian  of  all,  Benjamin  Frank- 
lin. Franklin  once  declared  that  "An  ounce  of  prevention  is  worth  a  pound  of  cure." 
Though  some  may  consider  this  to  be  a  cliche,  I  do  not.  Franklin's  words  ring  as 
true  today  as  when  he  first  wrote  them,  over  200  years  ago. 

Every  day,  we  see  the  damaging  effects  of  our  nations  lack  of  preventive  health 
care.  Recently,  President  Clinton  took  up  this  cause  by  declaring  his  determination 
that  we  ensure  that  all  of  our  children  receive  all  of  the  available  childhood  immuni- 
zations. Many  of  the  immunizations  that  these  children  will  receive  were  unheard 
of  when  Franklin  spoke  his  famous  words  so  many  years  ago.  Likewise,  through  the 
research  being  performed  in  Child  Health  Research  Centers  today,  future  genera- 
tions, perhaps  starting  with  those  born  even  in  the  next  year  or  two,  will  enjoy  ben- 
efits that  we  can  scarcely  imagine  today.  These  advancements  are  most  likely  to  be 
made  by  gifted  scientists  who  combine  excellence  in  clinical  care  with  strong  labora- 
tory research  skills.  The  only  way  that  this  new  generation  of  medical  leaders  will 
be  prepared  for  such  work,  however,  is  if  Congress  continues  to  support  the  Child 
Health  Research  program  in  which  they  are  trained.  The  nineteen  centers  have 
earned  your  support,  Dut  at  a  level  that  is  substantially  below  that  which  was  ini- 
tially recommended  and  subsequently  approved.  It  is  essential  that  this  good  work 
not  be  interrupted  by  inadequate  funding.  This  is  so  important,  in  fact,  that  I 
strongly  urge  you  to  reconsider  the  expansion  of  the  program  to  thirty  centers  if  the 
only  way  to  do  so  is  at  the  expense  of  those  that  already  exist.  Instead  of  creating 
thirty  centers  that  can  only  do  part  of  the  job,  our  nation  would  be  far  better  served 
by  nineteen  fully  funded  programs.  In  this  way,  we  can  all  make  the  best  of  your 
important  investment  in  America's  future — in  our  ounce  of  prevention. 
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Senator  HARKIN.  Mr.  Donaldson,  thank  you  very  much  for  being 
here.  I  appreciate  your  testimony. 

Gerri,  I  am  interested  in  the  research  that  was  done  on  the  hair 
cells.  I  understand  that  humans  are  born  with  all  the  hair  cells 
they  will  ever  have. 

Ms.  Fox.  That  is  correct. 

Senator  Harkin.  When  the  hair  cells  die,  they  do  not  regenerate. 
But  we  found  they  did  in  certain  birds? 

Ms.  Fox.  Yes;  certain  birds,  fish  and  amphibians  have  been 
known  to  regenerate  hair  cells,  and  this  was  discovered  when  they 
started  the  research.  And  their  goal  was  to  find  out  how  certain 
animals  could  regenerate  the  hair  cells,  and  then  to  take  this  infor- 
mation over  to  the  mammals.  And  as  I  said,  in  February,  we  were 
very  excited  when  the  researchers  in  Florida  at  the  otolaryngology 
meeting  said  that  they  had  discovered  that  the  germinal  cells  did 
exist  in  the  hair  cells,  and  all  they  had  to  do  was  to  find  out  how 
to  regenerate  them  in  the  mammalian  ear. 

So  we  are  hot  on  the  trail,  and  it  certainly  would  help  80  percent 
of  the  people  that  are  affected.  You  can  lose  your  hair  cells  by  age, 
ototoxic  drugs,  certain  viruses,  high  fevers  and  loud  and  sustained 
noise.  So  it  is  very  important  to  find  the  discovery  for  this.  And  I 
think  it  is  going  to  be  done  within  the  next  5  to  10  years. 

Senator  Harkin.  That  is  very  interacting  and  very  exciting,  and 
I  look  forward  to  keeping  up  on  that. 

Dr.  Rennert,  I  was  looking  at  your  testimony  and  at  the  outline 
of  the  request  that  you  had  put  forward  for  the  different  centers, 
the  Agency  for  Health  Policy  and  Research,  et  cetera,  and  I  liked 
the  Plutarch  quote.  I  will  have  to  read  that  again.  Of  all  of  the 
things  that  you  have  outlined  in  your  testimony,  what — I  hate  to 
ask  you  to  prioritize,  but  we  are  going  to  have  to  do  it.  We  have 
a  tough  year  facing  us,  and  we  are  going  to  have  to  set  some  prior- 
ities in  funding,  And  I  am  not  a  doctor,  I  am  not  a  researcher.  I 
know  at  least  my  two  colleagues  here  are  not  either.  Yet,  we  are 
being  called  upon  to  make  some  very  difficult  choices. 

I  am  wondering,  in  that  whole  area  that  you  outlined,  what  is 
the  top  one,  two,  three  things  that  we  ought  to  be  thinking  about 
and  looking  at?  I  hate  to  put  you  in  that  position,  but  I  have  to. 

Dr.  Rennert.  I  think  if  I  could  start,  one  of  the  things  that  I 
would  ask  of  you  is  that  a  problem,  at  least  from  my  vantage  point, 
with  the  multigroups  you  have  heard  from,  is  that  we  are  all  mak- 
ing a  pitch  for  what  is  parochial  to  us.  Perhaps  a  way  to  target  and 
prioritize  should  not  really  be  based  on  who  speaks  the  loudest  or 
who  has  the  most  impact  on  you.  But  it  should  be  based  at  least 
on  counsel  and  recommendations,  in  part  I  guess,  from  the  sci- 
entific community  as  to  what  will  impact  the  health  of  our  country 
the  most. 

Therefore,  I  guess  one  of  the  things  would  be  to  look  at  diseases 
or  at  least  disease  as  an  entity  that  has  particular  prevalence.  And 
obviously,  one  of  the  things  that  I  think  is  most  prevalent  is  our 
children  and  our  children's  future.  Therefore,  I  am  biased  in  telling 
you  that  that  is  an  area  that  should  have  high  priority. 

By  the  same  token,  some  of  the  research  that  has  been  men- 
tioned to  you  this  morning  that  I  had  the  opportunity  to  hear  about 
is  in  fact  neither  the  property  of  the  Heart/Lung  Institute  or  the 
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National  Institutes  of  Child  Health  and  Human  Development,  or 
the  Institute  of  Hearing,  but,  in  fact,  represent  research  that  is  car- 
ried out  in  all  of  those  disciplines  and  cross  fertilizes  itself. 

I  think  the  second  quite  clearly  is  that  it  is  pivotal  that  research 
be  done  that  relates  to  health  care  delivery  and  that  impacts 
health  care  delivery,  at  least  from  the  vantage  point  that  that  is 
the  wave  of  the  future.  That  is  the  central  element  of  health  care 
reform.  I  think  it  would  be  important  to  know  how  to  do  that  and 
to  do  it  wisely,  and  to  find  out  if  it  works  as  yet  another  part. 

Senator  Harkin.  Well,  I  hear  you,  but  I  might  gently  disagree 
with  one  statement  you  just  made.  And  that  is  that  central  to  the 
health  care  reform  is  the  delivery  system.  I  have  argued  for  some 
time  that  the  cornerstone,  or  central  part  if  you  would  have  it,  of 
any  health  care  reform  must  be  to  focus  on  preventative  health 
care. 

We  spend  a  lot  of  money  and  a  lot  of  time  chasing  illnesses,  re- 
acting to  diseases,  patching  up  accidents,  when  we  could  prevent 
them  in  the  first  place.  A  lot  of  studies  have  been  done  to  show 
that  maybe  up  to  50  percent  of  the  illnesses,  diseases,  and  traumas 
that  we  respond  to  in  this  country  could  be  preventable. 

Well,  out  of  a  trillion  dollars,  that  is  not  bad.  Now,  preventative 
health  care  means — and  the  basis  of  preventative  health  care  is  ob- 
viously by  medical  research.  I  mean,  that  is  what  promotes  the  pre- 
ventative health  care  arena. 

So  I  would  ask  you  to  consider  that  as  perhaps  an  area. 

Dr.  Rennert.  Well,  preventative  health  care  is  central  to  a  pedi- 
atrician's being.  And  I  think  without  question  that  is  the  single 
most  important  element  that  we  could  deal  with.  I  think  the  issue 
is,  having  said  that,  there  is  a  large  question  as  to  how  you  imple- 
ment it  and  how  you  make  it  have  access  to  all. 

And  from  simply  our  own  experiences  in  the  District  of  Colum- 
bia, if  you  take,  for  example,  the  immunization  rate,  the  immuniza- 
tion rate  in  the  District  of  Columbia  for  children  is  of  the  order  of 
35  percent.  Now,  simply  going  with  the  vaccine  and  knowing  that 
the  vaccine  is  what  you  need  does  not  change  the  problem. 

Senator  Harkin.  True.  That  is  absolutely  true. 

Well,  I  agree.  I  see  you  are  right.  You  have  to  have  the  delivery 
system.  You  are  right.  I  can  tell  you  other  stories  also,  but  I  will 
not  take  the  time. 

Senator  Mack. 

Senator  Mack.  Thank  you,  Mr.  Chairman. 

I  guess,  in  addition,  since  we  got  into  the  discussion  about  pre- 
ventative medicine,  and  I  do  think  that  is  a  point  that  we  need  to 
focus  on — but,  in  addition,  I  think  we  all  need  to  recognize  it  is  also 
how  we  live  and  the  choices  that  we  make  as  an  individual  and  as 
a  society.  How  we  carry  out  our  lives  has  a  significant  impact  on 
health  and  the  cost  of  health  care. 

We  have  had  several  speakers  over  the  last  few  years  that  have 
talked  to  us  from  that  point  of  view  and,  in  essence,  said  that  if 
you  look  at  our  society  and  compare  us  to  other  countries,  you 
know,  one  of  the  things  we  talk  about  in  health  care  today  is  we 
are  spending  30  percent  more  on  health  care.  I  would  make  the  ar- 
gument that  a  good  portion  of  that  is  driven  by  the  fact  that  we 
have  more  heavy  smokers  per  100,000,  or  we  have  more  excessive 
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drinking  per  100,000,  or  we  have  more  AIDS  babies  per  100,000, 
or  we  have  more  automobile  accidents  per  100,000,  or  we  have 
more  gunshot  wounds  per  100,000. 

I  mean,  there  are  a  lot  of  things  we  have  to  address  with  respect 
to  health  care,  but  one  of  the  things  that  I  think  would  be  helpful 
is  if  we  as  a  society  began  that  discussion  as  to  what  responsibility 
and  what  role  we  have. 

Going  beyond  that,  I  guess  I  have  been  intrigued  by  the  number 
of  the  times  the  discussion  has  been  focused  on  the  word  gene,  the 
new  research  that  is  being  done  in  gene  therapy.  I  would  be  inter- 
ested if  anyone  has  a  comment  as  to  whether  we  should  be  putting 
more  emphasis  on  that  kind  of  research,  or  is  that  something  that 
we  should  let  the  scientific  community  have  a  greater  freedom  to 
make  those  choices  about  where  those  dollars  go? 

Dr.  Rennert.  Well,  I  think  gene  therapy  provides  you  with  an 
avenue  of  treatment  that  is  unheard  of  before  1990.  And  it  provides 
you  with  an  avenue  called  cure.  And  that  is  something  for  many, 
many  diseases  that  though  many  of  them  may  be  rare  individually, 
collectively  they  represent  a  major  public  health  burden  for  society. 

There  is  no  question  of  the  fact,  with  the  work  initially  pioneered 
by  Dr.  Anderson's  group,  using  gene  therapy  to  treat  immune  defi- 
ciency disease  in  children,  with  the  advent  that  is  amongst  us  now 
with  four  centers  and  many  others  applying  to  or  attempting  to 
apply  gene  therapy  for  a  disease  like  cystic  fibrosis,  with  what  you 
heard  about  the  prospects  for  using  gene  therapy  for  the  treatment 
of  hemophilia,  and  with  the  prospect  even,  potentially,  for  using 
gene  therapy  to  treat  and  cure  hypercholesterolemia  and  athero- 
sclerosis, it  seems  to  me,  at  least,  that  there  is  no  other  choice  but 
to  make  it  one  of  our  central  points  in  what  we  fund  and  what  we 
promulgate  and  where  we  go. 

So  I  certainly  would  support  that.  I  think  the  other  issues  you 
mentioned  are  very  difficult  for  me.  Because  if  you  look  at  the  ado- 
lescent, that  ought  to  be  the  healthiest  time  of  your  life.  If  you  look 
at  the  diseases  that  are  the  three  major  killers  of  adolescents,  they 
are  suicide,  they  are  auto  accidents,  and  they  are  homicide.  And 
certainly  those  require  that  we  look  at  ourselves  and  how  we  live. 

Senator  Mack.  Thank  you  very  much  for  that  comment. 

Mr.  Donaldson,  with  respect  to  your  comments  that  we  would  be 
better  off  if  we  fully  funded  the  centers  we  presently  had,  as  op- 
posed to  trying  to  develop  new  centers  and  not  fund  all.  Let  me  ask 
you  this  question:  What  would  it  cost  to  do  this  if  we  were  to  say 
let  us  take  the  centers  we  have  got  now  and  fully  fund  them?  What 
are  we  talking  about? 

Mr.  Donaldson.  The  centers  in  the  past  have  been  funded  at  a 
level  that  approached  $2.5  million.  And  the  most  recent — if  you  go 
for  the  30  centers  and  divide  into  the  5.2,  you  get  down  to  $175 
million — I  mean  $175,000 — I  am  sorry,  not  million.  I  wish  it  were. 
You  started  out  with  12  centers  and  $3.2  million,  increased  to  19 
centers  at  $5.5  million,  and  last  year  it  dropped  back  to  $5.2  mil- 
lion. And  the  amount  in  the  budget  is  $5.2  million  for  this  year. 

So  if  you  increase  that  to  30  centers  and  still  hold  it  at  $5.2  mil- 
lion, it  will  be  a  significant  drop  from  about  $250,000,  down  to 
$170,000.  And  that  is — you  get  below  the  critical  support  necessary 
for  these  young  research  workers  to  do  the  very  things  we  are  ask- 
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ing  them  to  do.  It  is  not  a  large  program,  but  it  is  a  very  vital  pro- 
gram. 

The  people  who  enter  into  this  program  are  people  who  are 
postresidency,  postfellowship,  who  have  committed  their  life  to  re- 
search. And  this  is  the  very  kernel  of  their  ability  to  stay  in  the 
research  area  and  not  be  attracted  off  into  the  clinical  areas,  and 
therefore,  we  lose  their  great  skills  that  they  have  and  can  develop 
in  the  research  area. 

Senator  Mack.  Mr.  Kimelman,  I  do  not  have  a  question  for  you, 
but  I  just  want  to  say  I  appreciate  so  much  your  being  here  today 
and  testifying  before  this  subcommittee.  Your  words  were  very 
moving,  and  you  are  an  inspiration  to  all  of  us. 

Mr.  Kimelman.  Thank  you. 

Senator  Harkin.  Senator  Gorton. 

Senator  Gorton.  Ms.  Fox,  I  wonder  if  you  could  tell  me  the  ex- 
tent to  which  clinical  trials  are  now  going  on  in  connection  with 
testing  infant's  hearing. 

Ms.  Fox.  Well,  the  NIDCD  has  just  given  a  grant  in  the  spring 
for  I  believe  it  was  about  $1  million,  and  it  did  go  to — the  primary 
sources  were  the  University  of  Washington,  incidentally,  and  Chil- 
dren's Hospital  in  Seattle.  They  have  started  and  they  are  coordi- 
nating the  protocols  to  be  run  at  several  large  centers  around  the 
country.  They  are  testing  the  most  effective  way  to  test  children's 
hearing. 

Senator  Gorton.  Is  this  something  we  are  just  beginning  to  ex- 
amine? 

Ms.  Fox.  Yes;  yes;  they  are. 

Children,  right  at  this  moment,  only  high-risk  babies'  hearing  is 
tested  at  birth.  That  is  the  preemie  babies,  the  drug  babies,  and 
babies  of  deaf  parents.  But  this  is  a  clinical  trial  to  see  if  otacoustic 
emission  testing,  which  is  when  the  cochlea  emit  sound,  and  this 
is  a  noninvasive  method  of  testing  infant  hearing  to  be  tested  hope- 
fully before  they  leave  the  hospital.  And  they  will  then  call  back 
the  babies  at  6  months,  1  year,  and  2  years.  This  is  to  determine 
what  we  call  a  later  onset  hearing  loss,  a  loss  that  is  not  deter- 
mined right  at  birth,  but  does  appear  later. 

Senator  Gorton.  Now,  how  are  those  grants  connected  with 
what  I  understand  was  a  recommendation  1  month  or  so  ago  by  the 
NIH  consensus  development  conference  on  early  identification  and 
hearing  impairment? 

Ms.  Fox.  Well,  they  have  given  the — I  think  that  was  held  in 
March,  and  they  have  recommended  that  all  infants  should  be 
screened  for  hearing  impairments.  And  the  panel  urged  that  uni- 
versal screening  should  be  done  no  later  than  6  months,  but  pref- 
erably before  they  leave  the  hospital. 

Senator  Gorton.  But  the  testing,  the  clinical  trials  you  are  talk- 
ing about,  are  the  way  in  which  we  find  out  how  to  do  that,  I  take 
it? 

Ms.  Fox.  Sir? 

Senator  GORTON.  I  say  the  clinical  testing  is  the  way  you  find  out 
how  to  do  that,  how  to  accomplish  that  early  identification? 

Ms.  Fox.  Well,  the  clinical  test  is  really  to  see  which  is  the  best 
method.  They  are  looking  at  this  now. 

Senator  GORTON.  I  see. 
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Ms.  Fox.  When  they  are  finished  testing,  they  will  go  back  in  3 
or  4  years  and  then  take  all  the  data  and  see  which  one  is  the  best 
method.  But  it  is  definite,  since  they  can  find  out  over  50  percent 
of  the  children  who  are  hearing  impaired.  And  then  we  have  to  re- 
member that  1  in  every  1,000  births  has  a  hearing  impairment. 

Senator  Gorton.  On  another  subject,  the  subject  that  Chairman 
Harkin  started  with,  how  does  the  National  Institute  for  Deafness 
and  Other  Communication  Disorders  get  into  the  subject  of  hair 
cell  regeneration? 

Ms.  Fox.  How  did  they  get  into  it? 

Senator  Gorton.  What  is  the  connection? 

Ms.  Fox.  The  connection  is  that  if  the  hair  cells  in  the  inner  ear 
die,  you  never  hear. 

Senator  Gorton.  I  see. 

Ms.  Fox.  I  mean,  there  is  no  cure.  In  certain  animals,  you  can 
regenerate  their  hair  cells.  There  have  been  studies  in  labs  where 
they  kill  the  hair  cells  in  animals  with  loud  noises,  loud  sounds, 
which  is  why  we  should  not  go  to  rock  concerts  or  go  hunting  with- 
out ear  protectors  or  even  go  to  sports  events  without  ear  protec- 
tion. Because  there  are  10  million  people  in  America  who  have 
hearing  problems  that  are  not  necessary,  but  because  of  loud 
sounds. 

We  spend,  at  the  Institute,  approximately  $1.5  million  a  year  for 
hair  cell  regeneration  research.  And  it  is  less  than  1  percent  of  our 
budget.  And  it  is  something  that  is  very  exciting  and  that  does  hold 
great  promise.  And  of  course  I  am  very  excited  that  some  of  the 
best  research  is  being  done  in  Seattle,  WA,  at  the  University  of 
Washington. 

Senator  GORTON.  Thank  you  very  much,  Ms.  Fox. 

Thank  you,  Mr.  Chairman. 

Mr.  Donaldson.  Could  I  add  just  one  thing.  I  did  my  mathe- 
matics, Senator  Mack.  It  is  $7.5  million  if  you  were  to  fund  all  30. 

Thank  you  for  allowing  me  to  clarify  that. 

Senator  Mack.  That  is  if  we  funded  all  30? 

Mr.  Donaldson.  Yes;  it  would  be  $7.5  million. 

Senator  Harkin.  Thank  you  all  very  much. 

This  panel  is  dismissed.  Thank  you  all. 

Decade  of  the  Brain  Panel 

statements  of: 

arthur  ullian,  president,  national  council  on  spinal 
cord  injury 

guy  mckhann,  mjx,  professor  of  neurology,  johns  hop- 
kins university 

wise  young,  mjj.,  professor,  new  york  university  medical 
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Senator  Harkin.  I  would  like  to  call  up  now  the  "Decade  of  the 
Brain"  panel,  Mr.  Arthur  Ullian,  Mr.  Guy  McKhann,  Wise  Young, 
Arthur  Asbury,  Susan  Parker,  and  Joseph  Alioto. 
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You  can  come  up  and  take  a  seat  at  the  witness  table. 

Senator  Harkin.  We  appreciate  all  of  you  being  here.  Again,  we 
will  try  to  keep  your  statements  down  to  about  3  minutes.  And, 
again,  I  would  ask  you  the  same  thing  I  asked  earlier  if  you  were 
not  in  the  room,  that  you  relate  to  us  one  of  the  two  or  three  things 
you  want  us  to  remember  when  we  leave  here  today. 

STATEMENT  OF  ARTHUR  ULLIAN 

Mr.  Ullian,  welcome  to  the  subcommittee,  and  you  are  President 
of  the  National  Council  on  Spinal  Cord  Injury  and  Legislative 
Chairman  of  the  National  Coalition  for  Research  in  Neurological 
Disorders.  I  appreciate  your  leadership  in  that  area. 

Welcome  to  tne  subcommittee.  Please,  proceed. 

Mr.  Ullian.  Thank  you  very  much,  Mr.  Chairman. 

As  you  know,  I  got  involved  in  this  very  recently.  I  kind  of  joke 
and  say  that  I  got  into  it  by  accident.  And  my  accident  occurred 
about  IY2  years. 

By  the  way,  in  my  other  life  I  am  also  in  business.  I  am  the  sen- 
ior partner  and  founder  of  a  large  real  estate  development  company 
with  properties  in  six  States. 

But  I  did  get  involved  in  this  about  IV2  years  ago  while  riding 
my  bicycle.  I  just  hit  a  rock  and  went  over  the  handlebars  and  hit 
my  chin  in  such  a  way  that  I  bruised  my  spinal  cord  and  that  real- 
ly results  in  cutting  your  brain  off  from  the  rest  of  your  body.  I 
mean,  I  must  say,  prior  to  this,  I  had  no  sense  of  neurological  is- 
sues. You  know,  it  is  just  something  that  does  not  hit  you  or  strike 
you.  But  the  terror  of  being  stuck  in  your  body  and  not  really  being 
able  to  move  and  to  function  is  a  very  overwhelming  experience. 

You  know,  in  a  way,  however,  I  consider  myself  somewhat  lucky, 
because  most  people  who  do  suffer  these  kinds  of  disorders,  spinal 
cord  injuries,  are  very  young.  They  are  in  their  prime  of  life.  They 
are  in  their  late-teens  and  early-twenties,  and  they  are  sentenced 
to  a  life  in  a  wheelchair  of  50  or  60  years.  And  I  must  say  that 
is  a  frightening  thought  for  me. 

I  must  say,  just  as  a  quick  story,  something  I  will  absolutely 
never  forget.  There  was  a  young  farmer  who  was  staying  across  the 
hall  from  me  in  the  rehab  hospital.  He  had  a  couple  of  kids.  He 
fell  just  5  feet,  and  he  hit  his  chin  in  such  a  way  that  the  injury 
was  just  about  IV2  inches  above  where  mine  is,  and  he  can  only 
move  his  head  back  and  forth.  And  he  cannot  breath  on  his  own 
because  the  brain  does  not  allow  the  thoracic  muscles  to  move,  and 
his  heart  will  not  move. 

So  he  has  a  pacemaker  for  that  and  a  tube  in  his  throat  to  make 
his  breath  and  allow  him  to  breath.  And  he  can  only  talk  when 
they  take  it  out.  And  his  nurse  kept  saying  to  me  that  this  poor 
guy  kept  wondering  how  he  was  going  to  die  with  all  of  this  stuff. 
And  I  think  what  we  are  coming  today  to  tell  you  is  really  the 
hope.  You  know,  these  kinds  of  things  do  not  have  to  happen. 

You  know,  God  willing,  it  will  never  happen  to  any  of  you  or  to 
my  child  or  to  anyone.  And  I  think  why  this  is  such  a  hopeful  and 
historic  moment  is  that  the  science,  really,  with  your  help  in  fund- 
ing neurological  disorders  over  the  years,  has  finally  reached  the 
point,  just  in  the  last  year  or  two,  where  they  really  are  saying  that 
they  can  eliminate  an  incredible  number  of  these  disorders. 
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I  mean,  they  are  saying  they  can  eliminate  80  percent  of  stroke 
by  the  end  of  the  decade.  I  mean,  that  is  how  unbelievable  it  is. 
They  can  find  treatments  for  spinal  cord  and  head  injury  and  mul- 
tiple sclerosis  and  Parkinson's  and  the  whole  thing.  And,  obviously, 
when  they  do  that,  from  an  economic  point  of  view,  the  costs  are 
gone. 

If  you  eliminate  80  percent  of  stroke,  and  stroke  costs  $25  billion 
a  year,  obviously  you  are  going  to  take  away  50  percent  of  it,  25 
percent  of  it.  The  numbers  are  huge. 

Now,  what  are  we  asking  for? 

We  are  asking  for  a  funding  for  NINDS  of  $900  million.  They  are 
saying  that  with  $900  million  in  continual  funding,  they  will  do  all 
of  that.  What  is  very  interesting  is  it  is  not  just  a  couple  of  people 
saying  it. 

Yesterday,  there  was  a  press  conference  in  Washington  with  a 
group  called  the  Dana  Foundation,  headed  by  Jim  Watson  from  the 
DNA  Watson.  They  put  together  seven  Nobel  laureates,  plus  60  of 
the  world's  leading  scientists  and  more  continuing  to  sign,  and  I 
have  the  declaration  here.  It  is  a  declaration.  In  a  way,  it  is  a  dec- 
laration of  independence  for  people  like  me.  I  mean,  I  could  get  up. 

And  the  scientists  will  explain  what  they  can  do.  But,  anyhow, 
you  have  got  these  scientists  on  one  side.  You  have  the  enormous 
cost  on  the  other  side.  Neurological  disorders  cost  $400  billion  a 
year.  Why?  Because  you  have  got  to  maintain  me  for  40 — you 
know,  well,  not  me  for  40  years,  but  20  years  maybe,  30  years — 
but  you  have  got  to  maintain  these  people  for  a  long  time. 

If  you  get  Parkinson's  at  50  years  old,  you  live  a  normal  life.  You 
do  not  die  from  Parkinson's.  I  mean  if  you  get  a  good  heart  attack, 
you  drop  dead,  but  you  do  not  do  this  with  neurological  disorders. 
That  is  why  it  is  so  expensive. 

Stroke,  I  mentioned,  $25  billion.  Head  injury,  a  devastating  in- 
jury could  cost  a  family  between  $4  million  to  $5  million  for  their 
initial  5  to  10  years  of  hospitalization.  I  mean,  that  is  another  $25 
billion. 

Alzheimer's,  $90  billion. 

So  here  is  what  we  are  saying.  We  are  saying  that  for  $900  mil- 
lion, you  could  eliminate  a  lot  of  these  costs.  From  a  business  point 
of  view,  if  I  had  a  business — thank  God  I  do  not  have  a  business 
like  your  business — but  if  I  had  a  business  like  your  business, 
where  I  had  400 — take  away  the  zeroes — $400,000  a  year  expenses, 
and  I  had  income  on  the  other  side.  And  I  saw  the  inflation  going 
out  the  roof.  You  could  just  blow  your  budget  right  out  the  window. 
And  so  I  brought  in  a  bunch  of  consultants  and  I  say,  well,  what 
I  am  I  going  to  do? 

So  they  would  say  to  me,  well,  you  know,  you  can  do  this  and 
you  can  do  that,  and  I  could  get  treatments.  And  I  said,  really. 
They  said,  sure.  And  they  would  say,  well,  here  is  what  we  have 
found  already.  We  have  found  this  gene  and  that  gene  and  this 
thing  and  that  thing.  And  I  said,  well,  that  sounds  terrific.  And 
they  said,  we  can  eliminate  a  lot  of  your  costs.  So  I  said,  how  much 
would  that  cost?  They  would  say,  $800. 

These  are  the  numbers.  Two-tenths  of  1  percent.  They  said  $800. 
So  I  said,  OK,  I  will  do  that.  I  will  go  to  my  bankers.  You  are  my 
bankers,  right?  That  is  what  you  are.  You  are  my  bankers.  I  would 
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come  to  you  and  I  would  say,  this  is  a  hell  of  a  story.  What  would 
you  say?  Who  the  hell  are  these  guys? 

So  I  would  say,  well,  I  got  seven  Nobel  laureates.  I  got  60  sci- 
entists. And  what  would  you  say?  You  got  the  loan.  That  is  what 
I  would  say. 

And  that  is  what  we  are  saying  to  you. 

Now,  what  I  want  to  do  is  show  you  what  the  science  has 
achieved,  what  the  future  is — and  this  is  real — and  we  will  just  go 
down  the  panel.  I  am  going  to  give  you  Wise  Young,  my  best  friend, 
who  I  only  just  met. 

Senator  Harkin.  They  say  that  plagiarism  is  a  high  art  form 
among  those  of  us  who  practice  this  profession.  I  hope  you  do  not 
mind  if  I  plagiarize  that  little  example.  I  may  get  back  to  you  to 
ask  you  to  give  it  to  me  again  because  I  like  that  example. 

Mr.  Ullian.  I  have  a  feeling  we  might  hear  that  again.  [Laugh- 
ter.] 

Senator  Harkin.  I  think  you  are  going  to  hear  that  again. 

STATEMENT  OF  WISE  YOUNG 

Dr.  Young.  I  am  Wise  Young,  and  I  am  professor  of  neuro- 
surgery and  biophysics  and  physiology  at  NYU  Medical  Center.  My 
primary  message  today  is  that  we  are  not  talking  about  pie-in-the- 
sky.  WTien  we  are  talking  about  effective  neurological  treatments 
for  effective  neurological  disorders,  we  are  talking  about  something 
that  will  be  available  soon.  In  fact,  we  are  talking  about  most  of 
the  things  that  will  be  available  before  the  end  of  the  decade. 

What  I  would  like  to  cover  with  you  very  briefly  and  quickly  be- 
cause of  the  time,  I  would  like  to  talk  about  what  we  have  accom- 
plished already  in  the  past  3  years,  incredible  accomplishments, 
what  is  available  in  the  pipeline,  and  I  would  like  to  summarize 
very  briefly  why  I  think  this  research  must  be  funded. 

Thirty  years  ago,  virtually  all — well,  most  people  with  brain  and 
spinal  cord  injury  and  severe  strokes  died.  They  did  not  present  a 
problem.  OK.  In  the  1970's,  medical  advanced  allowed  a  vast  ma- 
jority of  these  people  to  survive  virtually  normal  life  spans,  but 
with  terrible  disabilities. 

We  have  got  to  do  something  for  these  people. 

At  the  beginning  of  the  1980's,  scientists  were  extremely  skep- 
tical that  anything  could  be  done  for  these  patients.  They  thought 
regeneration  was  impossible.  All  CNS  injury  was  irreversible.  By 
the  end  of  the  1980's,  I  can  assure  you  that  the  vast  majority  of 
scientists  believed  that  we  can  regenerate  the  spinal  cord,  we  can 
regenerate  the  brain,  we  can  reverse  CNS  injury. 

In  1990,  Congress  declared  the  "Decade  of  the  Brain."  I  would 
tell  you,  but  I  do  not  want  to  take  the  time  to  reiterate  to  you  the 
10  objectives  that  were  put  out  by  the  Alliance  of  Scientists  yester- 
day— one  of  the  objectives,  the  fifth  objective  there  is  the  cure  of 
spinal  cord  injury,  in  essence,  regeneration  for  spinal  cord  injury 
and  brain  injury. 

Now,  these  are  not  just  things  in  the  far  future.  They  are  not 
things  in  the  next  10  years.  They  are  what  we  are  talking  about 
today. 

What  I  want  to  do  is  very  briefly  cover  for  you  some  of  the  ad- 
vances that  have  occurred  in  the  last  3  years.  In  1990,  the  national 
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acute  spinal  cord  injury  study  discovered  the  first  effective  treat- 
ment for  spinal  cord  injury.  We  have  got  a  treatment  we  can  give 
to  patients  shortly  after  injury  that  restores  20  to  30  percent  of 
their  function.  This  is  the  first  time.  No  treatment  has  ever  been 
discovered  like  this. 

Last  year,  the  first  effective  treatment  for — actually,  it  is  this 
year,  the  first  effective  treatment  for  multiple  sclerosis  was  discov- 
ered, beta  interferon.  This  is  the  first  treatment  that  affects  the 
course  and  the  deterioration  that  occurs  in  multiple  sclerosis,  a  dis- 
ease that  affects  300,000  Americans.  It  is  one  of  the  most  dreaded 
diseases  that  we  know. 

There  have  been  a  lot  of  treatments  that  have  appeared  in  the 
last  few  years  that  have  had  no  fanfare  at  all.  For  example,  a  very 
cheap  treatment,  indomethacin,  reduces  brain  damage  in  pre- 
mature babies  by  about  30  percent.  This  has  already  saved  the 
Government  thousands  of  millions  of  dollars.  I  do  not  want  to  talk 
about  all  the  zeroes. 

This  year  alone,  the  FDA  approved  the  first  two  new  treatments 
for  epilepsy — the  first  approvals  in  more  than  10  years.  They  ap- 
proved the  first  treatment  that  has  a  slight  impact  on  the  symp- 
toms of  Alzheimer's. 

Now,  what  we  have  accomplished  is  only  the  tip  of  the  iceberg. 
We  are  now  closer  to  effective  therapies  for  other  neurological  dis- 
orders than  we  have  ever  been. 

Currently,  in  1992,  a  survey  indicates  that  13  new  medicines 
have  been  registered  for  clinical  trials  in  Alzheimer's  disease;  12 
for  stroke;  5  for  Parkinson's  Disease;  4  for  head  injury;  and  3  for 
spinal  cord  injury.  There  were  only  five  treatments  10  years  ago 
registered  for  all  clinical  trials  for  all  these  disorders. 

We  are  really  making  a  great  deal  of  progress. 

Regenerative  therapies  have  been  available  now  in  the  laboratory 
for  several  years.  Two  have  gone  into  clinical  trial.  One  is  for  cili- 
ary neurotrophic  factor,  which  is  a  treatment  that  has  great  prom- 
ise for  treating  amyotrophic  lateral  sclerosis,  the  disease  that  af- 
flicted Senator  Javits. 

Other  treatments  include  antibodies  to  block  proteins  that  inhibit 
regeneration  and  a  newly  derived  family  of  brain  derived 
neurotrophic  factors  that  will  hopefully  help  people  with  spinal 
cord  injury  already — people  like  Arthur,  people  like  Susan  next  to 
me. 

I  think  that  the  recent  advances  in  fetal  cell  transplants  have 
shown  great  promise.  After  all,  we  all  grew  our  spinal  cords  and 
brains  at  one  point.  If  we  can  reconstruct  the  environment  that  the 
growth  can  occur,  we  are  well  on  our  way. 

And  many  scientists  are  now  working  on  cellular  transplants, 
and  that  is  taking  cells  from  the  skin,  genetically  modifying  them, 
implanting  them  into  injured  brains  and  spinal  cords,  and  even 
programming  these  cells  to  die  once  their  jobs  have  been  finished. 

Finally,  I  think  gene  therapy  is  now  on  its  way.  The  first  gene 
therapy,  as  you  know,  was  reported  fairly  recently — about  1  week 
ago — for  cystic  fibrosis.  Gene  therapy  will  be  applicable  to  Alz- 
heimer's disease  and  a  variety  of  other  neurogenetic  disorders  that 
you  will  talk  about. 
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So,  briefly,  we  must  invest  in  this  research,  because  neurological 
diseases  strike  at  the  very  essence  of  our  humanity.  You  know,  we 
use  the  word  vegetative  to  describe  the  thousands — millions  of  co- 
matose patients  who  are  now  languishing  in  our  hospitals.  Really, 
neurological  disease  is  the  single  thing  that  drives  people  to  ask  for 
physician-assisted  suicides. 

People  are  more  afraid  of  neurological  disease  and  pain  than 
they  are  of  death.  We  rush  people  to  hospitals  today  to  reconnect 
their  limbs.  But  we  have  got  no  way  of  reconnecting  their  brain  to 
the  spinal  cord,  like  for  Arthur.  And  I  tell  you  that  within  this  dec- 
ade we  have  the  promise  of  being  able  to  achieve  such  things. 

So  we  have  on  hand  an  unprecedented  opportunity  to  fulfill  the 
hopes  of  many  millions  of  Americans.  And  we  must  renew  our  com- 
mitment to  these  people. 

Thank  you.  I  would  be  glad  to  answer  any  questions. 

Senator  Harkin.  Thank  you  very  much,  Dr.  Young. 

And  now  to  Susan  Parker.  And  again,  I  am  going  to  have  to  ask 
you  to  hurry,  because  we  have  a  vote  at  noon. 

STATEMENT  OF  SUSAN  PARKER 

Ms.  Parker.  OK.  I  will  try  to  make  this  short. 

I  am  your  living  example  of  somebody  living  with  a  neurological 
disease,  and  that  is  multiple  sclerosis  [MS].  My  name  is  Susan 
Parker,  and  I  am  here  representing  the  National  Multiple  Sclerosis 
Society,  and  the  one-third-of-a-million  people  in  the  United  States 
who  have  MS,  and  of  course,  their  families,  friends,  and  care  givers 
who  are  also  affected. 

I  was  diagnosed  with  MS  in  January  1985.  In  January  1986,  my 
daughter  was  born.  And  in  January  1987,  my  sister  was  diagnosed 
with  multiple  sclerosis.  Earlier,  I  had  been  a  runner.  I  had  worked 
up  to  running  about  5  miles  a  day  virtually  every  day  before  work. 
Arid  since  I  live  in  Manhattan,  I  was  dreaming  of  some  day  run- 
ning in  the  New  York  City  marathon. 

Well,  in  the  fall  of  1982,  I  began  tripping  for  no  apparent  reason, 
and  at  the  same  time  began  losing  control  of  my  bladder.  I  really 
suspected  that  there  was  something  terribly  wrong,  because  I  was 
experiencing  no  pain.  I  figured  it  was  something  neurological. 

The  day  before  I  went  into  the  hospital  and  got  the  diagnosis  of 
MS,  I  was  able  to  run  only  IV2  miles  and  of  course  I  tripped  and 
fell.  When  I  came  out  of  the  hospital,  I  no  longer  ran.  I  could  not. 

I  was  in  shock — what  you  might  call  shock  my  doctors  called  it 
a  major  depression — for  about  3V2  years  after  I  received  the  diag- 
nosis. The  rug  had  been  pulled  out  from  under  my  life. 

I  had  to  reorder  my  whole  life  at  the  age  of  34  and  begin  plan- 
ning how  to  live  my  life  all  over  again  from  scratch  as  a  disable 
person.  I  am  fairly  well  educated.  I  have  a  B.A.  from  Barnard  Col- 
lege, an  M.B.A.  from  Columbia  University.  I  have  a  daughter  to 
care  for.  I  have  two  younger  sisters,  one  of  whom  has  MS  I  have 
two  very  loving  and  supportive  parents.  I  could  not  let  any  of  them 
down.  I  have  to  set  an  example  for  them.  I  have  to  go  on. 

I  have  had  to  give  up  practically  all  physical  activities  because 
I  can  no  longer  do  them.  Luckily,  throughout  the  years  that  I  had 
been  living  with  MS,  I  have  managed  to  keep  my  job,  and  therefore 
my  health  insurance.  And  the  reason  I  have  been  able  to  keep  my 
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job  is  that  because  I  am  highly  educated  and  because  I  can  use  a 
computer,  I  am  able  to  sit  at  my  desk  and  be  productive  all  day 
because  I  work  as  a  financial  analyst  in  the  financial  services  in- 
dustry, and  am  able  to  work  at  the  computer  all  day. 

Most  people  with  multiple  sclerosis  are  not  that  fortunate. 

MS  has  forced  me  to  make  all  my  goals  much  more  short  term 
than  they  would  have  been.  I  plan  now  only  about  1  year  or  2  in 
advance.  I  can  no  longer  do  long-range  planning,  because  I  do  not 
know  what  the  state  of  my  health  will  be.  I  have  turned  my  ener- 
gies to  try  and  help  make  the  world  a  better  place,  and  that  is  a 
world  free  of  multiple  sclerosis.  Heaven  forbid  that  my  daughter 
should  ever  have  to  deal  with  this  horrible  disease. 

As  I  said,  MS  affects  about  300,000  people  in  the  United  States 
alone,  and  probably  about  2.6  million  people  worldwide.  It  is  com- 
monly diagnosed  between  the  ages  of  20  and  40,  therefore,  affecting 
people  in  their  most  productive  years  of  life.  The  years  when  they 
are  starting  families  and  beginning  careers. 

Women  are  more  than  twice  as  likely  as  men  to  be  affected  by 
MS.  MS  is  characterized  by  periods  when  it  gets  worse  and  periods 
when  it  gets  better,  periods  of  exacerbation  and  periods  of  remis- 
sion. It  includes  mobility  impairment,  which  may  lead  to  eventual 
paralysis.  It  may  include  overwhelming  fatigue,  sensory  changes, 
loss  of  coordination  and  balance,  visual  disturbances,  and  bladder, 
bowel,  and  sexual  dysfunction. 

The  cause  is  still  unknown  and  there  is  no  prevention  nor  cure. 

But  I  and  everybody  who  has  multiple  sclerosis  hopes  that  sig- 
nificant funding  for  neurological  research  will  eventually  yield  up 
the  cause  some  day,  and  hopefully  a  cure.  But  not  only  a  cure.  We 
who  have  multiple  sclerosis  and  of  course  any  other  neurological 
disease  really  are  looking  for  more  than  a  treatment.  We  would  like 
to  see  MS  totally  eradicated  from  the  face  of  the  Earth,  like  small- 
pox. 

We  want  to  see  a  further  and  complete  understanding  of  the  im- 
mune system  and  what  makes  it  turn  against  the  myelin  which  in- 
sulates the  nerves  of  the  central  nervous  system — that  is,  the  brain 
and  the  spinal  cord,  and  destroys  it.  This  is  the  process  involved 
in  MS 

We  want  to  be  able  to  identify  those  individuals  evidencing  a  ge- 
netic susceptibility  to  the  disease  and  effectively  treat  them  in  ad- 
vance, before  multiple  sclerosis  begins  its  destructive  work. 

PREPARED  STATEMENT 

The  "Decade  of  the  Brain"  is  a  realistic  commitment  that  has 
yielded  some  positive,  practical  results.  There  are  exciting  opportu- 
nities demanding  exploration,  particularly  in  the  areas  of  genetics 
and  myelin  repair.  This  year,  the  NINDS  will  only  fund  24  percent 
of  approved  research  applications.  If  this  low  level  of  research  fund- 
ing continues,  the  momentum  which  has  been  created  by  the  "Dec- 
ade of  the  Brain"  will  be  lost. 

Our  Government  has  the  opportunity  to  improve  the  lives  of  mil- 
lions of  Americans  and  the  potential  of  reducing  health  costs  great- 
ly. I  say  seize  the  day  and  let  us  live  up  to  the  promise  of  the  "Dec- 
ade of  the  Brain." 

Thank  you. 
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Senator  HARKIN.  Thank  you  very  much.  Great  testimony. 
[The  statement  follows:] 

Statement  of  Susan  E.  Parker 

Mr.  Chairman  and  distinguished  members  of  the  Subcommittee,  my  name  is 
Susan  E.  Parker  and  I  am  here  representing  the  National  Multiple  Sclerosis  Society, 
the  third  of  a  million  people  in  the  United  States  with  MS,  their  families,  their 
friends  and  caregivers.  I  appreciate  the  opportunity  to  appear  before  you  today  and 
ask  that  my  written  statement  be  placed  in  the  record. 

I  was  diagnosed  as  having  MS  in  January  1985.  In  January  1986  my  daughter 
was  born,  and  in  January  1987  my  sister  was  diagnosed  with  MS.  Much  before,  I 
was  a  runner  and  had  worked  up  to  running  5  miles  virtually  every  day  before 
work.  I  had  begun  to  dream  about  running  in  the  NYC  marathon.  In  the  fall  of  1982 
I  began  tripping,  losing  control  of  my  bladder  every  day  while  running. 

I  suspected  something  was  terribly  wrong,  as  my  problem  obviously  wasn't  a  mus- 
cle pull.  The  day  before  I  entered  the  hospital  where  I  received  the  diagnosis  of  MS, 
I  was  able  to  run  only  IV2  miles,  both  tripping  and  falling.  I  have  not  run  since. 

After  I  received  the  diagnosis  of  MS  I  was  in  what  you  might  call  shock  for  nearly 
3V2  years.  My  doctors  called  it  a  major  depression.  It  wasn't  until  I  was  hospitalized 
in  the  summer  of  1988  that  I  began  to  pull  my  life  together  again. 

It  was  not  easy  for  me  at  the  age  of  34  to  completely  reorder  my  life  and  begin 
planning  for  the  future  all  over  again,  but  I  had  to  get  on  with  living.  After  all,  I 
have  a  daughter  to  care  for.  I  am  well  educated.  I  have  a  BA.  from  Barnard  College 
and  an  M.B  A.  from  Columbia  University.  I  have  two  younger  sisters,  one  of  whom 
also  has  MS,  for  whom  I  must  set  an  example  and  two  very  loving  and  supportive 
parents  whom  I  cannot  let  down. 

I  have  had  to  give  up  practically  all  physical  activities,  as  I  simply  can  no  longer 
do  them.  Luckily,  throughout  the  years  that  I  have  struggled  with  living  with  MS, 
I  have  managed  to  keep  my  job  and  therefore,  my  health  insurance.  Because  I  work 
in  the  financial  services  industry  as  a  financial  analyst,  I  do  virtually  everything 
at  work  on  my  computer  at  my  desk.  The  computer  has  enabled  me  to  remain  em- 
ployed full-time  and  productive.  I  am  fully  aware  that  most  people  with  MS  are  not 
that  fortunate. 

MS  has  forced  me  to  make  all  my  goals  much  more  short-term  than  they  would 
have  been.  Now  I  plan  only  a  year  or  two  in  advance.  I  can  no  longer  do  much  long- 
range  planning,  as  I  do  not  know  what  the  state  of  my  health  will  be.  I  have  turned 
my  energies  to  making  the  world  a  better  place,  and  that  means  a  place  free  of  mul- 
tiple sclerosis.  Heaven  forbid  that  my  daughter  should  have  to  worry  about  contract- 
ing this  horrible  disease. 

MS  is  a  chronic,  often  disabling  disease  of  the  central  nervous  system,  the  brain 
and  the  spinal  cord,  that  affects  more  than  300,000  people  in  the  U.S.  and  2.6  mil- 
lion worldwide  in  the  prime  of  their  lives.  It  is  most  commonly  diagnosed  between 
the  ages  of  20  and  40.  Women  are  more  than  twice  as  likely  as  men  to  have  MS. 

MS  is  often  characterized  by  periods  when  symptoms  intensify  (exacerbations)  or 
subside  (remissions),  or  by  a  steady  progression  of  symptoms.  These  symptoms  may 
include  mobility  impairment  which  may  lead  to  paralysis,  overwhelming  fatigue, 
sensory  changes,  loss  of  coordination  and  balance,  visual  disturbance,  and  bowel, 
bladder  and  sexual  dysfunction.  The  cause  is  unknown,  and  there  is  yet  no  preven- 
tion or  cure  for  the  disease,  but  I  continue  to  hope  that  significant  funding  increases 
for  neurological  research  will  be  made  and  that  the  results  will  improve  my  life  and 
that  of  others  who  live  with  neurological  illness. 

The  funding  we  request  is  important  to  all  health  priorities  of  the  United  States. 
There  is  a  clear  link  between  research  to  find  a  cause,  cure,  means  of  prevention, 
and  treatment  for  a  chronic  lifetime  disease  like  MS  and  the  reduction  of  our  na- 
tion's health  and  medical  costs.  This  funding  is  an  investment  in  America's  future. 
Improvements  discovered  through  research  will  allow  people  with  MS,  people  most 
likely  affected  during  their  most  productive  years,  to  contribute  financially  and  so- 
cially to  society.  Likewise,  what  is  learned  from  such  research  investments  will  save 
society  much  more  in  future  health  and  entitlement  costs.  The  National  Multiple 
Sclerosis  Society  strongly  believes  that  $900  million  for  the  National  Institute  of 
Neurological  Disorders  and  Stroke  is  needed  in  order  that  we  may  take  advantage 
of  current  opportunities  in  biomedical  research. 

I  would  like  to  talk  about  the  Decade  of  the  Brain,  established  by  Congressional 
resolution  in  the  late  80s.  The  Decade  of  the  Brain  was  envisioned  as  an  investment 
in  America's  future.  It  was  supported  enthusiastically  because  a  threshold  of  enor- 
mous opportunities  existed;  the  foundation  had  been  laid;  and  the  potential  was 
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there  for  incalculable  reductions  in  the  human  and  economic  toll  enacted  by  neuro- 
logical disorders. 

It  is  now  year  three  of  the  Decade  of  the  Brain,  but  the  desired  funding  for  its 
implementation  has,  sadly,  not  been  achieved.  Most  approved  research  plans  have 
not  been  funded.  Researchers  have  identified  the  following  target  areas  of  MS  re- 
search with  enormous  potential  for  investment  and  eventual  practical  applications: 
refine  and  increase  the  knowledge  of  genes  that  predispose  people  to  develop  MS 
and  identify  ways  to  halt  or  reverse  that  process;  define  the  role  of  viruses  and  other 
environmental  factors  that  may  trigger  MS;  identify  the  targets  in  the  immune-me- 
diated attacks  in  MS  and  develop  new  methods  to  block  or  repair  the  destruction 
of  myelin;  develop  improved  ways  to  diagnose  MS  and  to  predict  its  clinical  course; 
investigate  cellular  and  molecular  mechanisms  underlying  recovery,  including  mye- 
lin-producing  cells  and  production  and  restoration  of  myelin;  improve  technology  to 
monitor  the  destructive  and  recuperative  processes  of  MS  by  MRI  and  other  imaging 
techniques;  conduct  clinical  trials  of  new  treatments  and  develop  new  methods  to 
enhance  recovery;  and  establish  four  additional  MS  clinical  research  centers  to  fos- 
ter multi-disciplinary  MS  research. 

It  is  estimated  that  direct  health  costs  of  neurological  diseases  are  $104  billion 
each  year.  The  young  adult  onset  of  MS  and  some  other  neurological  disorders  and 
trauma  means  long  fife  spans  with  chronic  disabling  conditions.  At  a  time  when  so 
much  promise  has  emerged  from  recent  progress  in  neurological  research,  surely 
more  research  monies  are  a  sound  investment  toward  the  twin  goals  of  reducing 
health  costs  and  improving  health. 

In  mid-March  a  special  advisory  panel  of  scientists  to  the  Food  and  Drug  Admin- 
istration recommended  approval  of  several  drugs  as  safe  and  effective  for  the  treat- 
ment of  neurological  disease.  We  at  the  MS  Society  were  very  happy  that  approval 
was  recommended  of  interferon-beta  lb  (Betaseron)  for  use  in  mild  to  moderate  re- 
lapsing-remitting  MS,  based  on  results  demonstrated  in  a  three-year  clinical  trial. 
These  results  provide  the  first  demonstration  of  a  treatment  that  can  significantly 
alter  the  natural  course  of  mild  to  moderate  relapsing-remitting  MS.  Beta-interferon 
is  a  naturally  occurring  substance  produced  as  a  consequence  of  viral  infection  and 
most  likely  serves  as  an  immune  system  modulator  and  as  an  antiviral  agent.  In 
practical  terms,  patients  on  the  test  drug  reported  35  percent  fewer  and  less  severe 
attacks. 

It  is  a  testimony  to  your  funding  of  neurological  research  in  the  past  that  cumu- 
lative knowledge  has  brought  us  to  this  midpoint  of  hope  about  future  research. 
Other  research  results  have  provided  therapies  for  symptom  management  but  the 
Betaseron  results  prove  that  multiple  sclerosis  is  a  treatable  disease  whose  course 
can  be  altered.  But  a  treatment  is  not  all  we  want.  We  want  to  see  MS  totally  eradi- 
cated from  the  face  of  the  earth,  like  smallpox.  We  want  to  see  a  further  and  com- 
plete understanding  of  the  immune  system  and  what  makes  it  turn  against  the 
myelin  which  insulates  the  nerves  of  the  central  nervous  system  and  destroy  it.  We 
want  to  be  able  to  identify  those  individuals  evidencing  a  genetic  susceptibility  to 
the  disease  and  effectively  treat  them  in  advance  before  MS  begins  its  destructive 
work. 

The  Decade  of  the  Brain  is  a  realistic  commitment  that  has  yielded  some  positive, 
practical  results.  But  there  are  exciting  opportunities  demanding  exploration  par- 
ticularly in  the  areas  of  genetics,  myelin  repair  and  regeneration  and  immune  sys- 
tem control.  Also  there  is  the  area  of  gender  differences — remember  I  spoke  about 
MS  being  a  disease  which  strikes  twice  as  many  women  as  men — where  there  is 
much  research  to  be  pursued.  Most  auto-immune  diseases  have  majority  female  dis- 
ease populations.  We  would  like  to  see  the  Office  of  Research  on  Women's  Health 
within  the  NIH  Director's  Office  help  to  coordinate  this  aspect  of  research  avenues. 

This  year,  the  NINDS  will  only  fund  24  percent  of  approved  research  applications. 
If  this  low  level  of  research  funding  continues,  the  momentum  which  has  been  cre- 
ated by  the  Decade  of  the  Brain  will  be  lost.  Our  Government  has  the  opportunity 
to  improve  the  lives  of  millions  of  Americans  and  the  potential  of  reducing  health 
costs  greatly.  I  say  seize  the  day  and  let  us  live  up  to  the  promise  of  the  Decade 
of  the  Brain  effort. 

STATEMENT  OF  GUY  MC  KHANN 

Senator  Harkin.  Now,  Dr.  McKhann. 

Dr.  McKhann.  My  name  is  Guy  McKhann.  I  am  the  professor  of 
neurology  at  Johns  Hopkins.  And  I  would  like  to  start  by  asking 
you  gentlemen  a  question.  Just  supposing  you  were  the  coach  or 
the  owner  of  the  Redskins  and  you  were  playing  Dallas  in  a  very 
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important  game,  and  everything  was  working  to  perfection.  You 
marched  down  the  field  and  you  got  to  the  Dallas  10-yard  line.  And 
then  someone  said,  you  have  got  to  stop.  We  cannot  afford  your 
team  any  more.  We  cannot  afford  the  stadium.  We  cannot  even  af- 
ford the  football. 

That  is  what  is  happening  to  brain  research  at  a  time  when  we 
are  winning. 

Now,  time  is  short,  so  I  will  skip  my  prepared  remarks  to  make 
a  comment.  About  6  months  ago,  at  Cola  Spring  Harbor,  under  the 
direction  of  Jim  Watson,  a  Nobel  Prize  winner,  a  group  got  together 
to  consider  what  the  possibilities  were  in  brain  research.  And  we 
came  up  with  10  initiatives  that  we  thought  could  be  achieved  in 
the  next  5  to  7  years. 

Some  of  these  were  in  genetics,  like  obtaining  the  gene  for  Alz- 
heimer's Disease  or  obtaining  the  gene  for  Huntington  s  disease,  or 
even  the  gene  for  motoneuron  disease  or  manic  depressive  illness 
or  the  gene  for  the  hereditary  causes  of  hearing  and  deafness. 
Some  were  in  prevention. 

How  could  you  prevent  the  brain,  after  a  stroke,  or  how  could 
you  promote  recovery  after  spinal  cord  injury? 

And  some  of  these  related  to  areas  such  as  learning  and  memory. 
The  important  point  is  that  meeting  was  6  months  ago.  In  the  in- 
tervening 6  months,  four  of  those  goals  have  been  achieved  at  least 
in  part. 

There  is  a  new  therapy,  as  we  have  heard,  for  MS  There  is  a  new 
therapy  for  Alzheimer's  disease.  We  have  never  had  anything  we 
could  do  for  either  of  those  diseases  before. 

The  gene  for  Huntington's  disease  was  just  found.  A  gene  for 
amyotrophic  lateral  sclerosis,  Lou  Gehrig's  disease,  was  just  found. 

This  is  the  progress  that  is  taking  place  in  brain  research  right 
now. 

I  would  like  to  finish  by  pointing  out  something  that  came  up  in 
a  previous  discussion  with  the  panel — this  issue  of  preventive  med- 
icine. A  close  colleague  of  mine  and  friend  of  Dr.  Asbury  and  my- 
self, Dr.  Albert  Sabin  just  died.  When  Dr.  Sabin  was  working  on 
the  vaccine — and  I  am  just  old  enough  to  remember  these  phases — 
people  were  in  iron  lungs  all  over  hospitals.  I  am  sure  your  prede- 
cessors asked  what  would  be  the  cost  of  health  care  with  all  these 
people  in  respirators? 

The  polio  vaccine  has  been  so  successful,  there  has  not  been  a 
case  in  Latin  America  in  the  last  18  months — the  entire  continent. 

Now,  gentlemen,  that  is  a  cost-effective  research.  And  that  took 

Elace  because  there  was  a  lot  of  basic  science  research  that  had  to 
e  done  to  get  that  job  done. 

I  will  just  finish  by  making  one  final  point.  We  would  like  to 
score  against  Dallas.  Do  not  take  us  off  the  field. 

Senator  Harkin.  Thank  you  for  your  testimony,  Dr.  McKhann. 
Dr.  Asbury. 

STATEMENT  OF  ARTHUR  ASBURY 

Dr.  ASBURY.  Thank  you,  Mr.  Chairman. 

My  name  is  Arthur  Asbury.  I  am  a  neurologist.  I  am  the  vice 
dean  for  research  at  the  University  of  Pennsylvania.  And  I  sit  on 
the  Council  of  NINDS. 
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I  would  like  to  make  a  few  remarks  about  some  of  those  dis- 
orders that  come  as  the  population  grows  older — as  we  grow  older. 
And  I  will  focus,  in  the  interest  of  time,  on  the  dementias,  the  main 
one  of  which  is  Alzheimer's  disease,  and  Parkinson's  disease. 

Depending  on  how  you  count  them  up,  there  are  probably  as 
many  as  1  in  30  of  our  citizens  who  are  clinically  demented.  A 
large  proportion  of  those  people  have  the  senile  dementia  of  the 
Alzheimer's  type.  About  10  percent  of  those  are  clearly  familial. 
That  is  to  say,  one  or  maybe  one  gene  plus  neighboring  genes  have 
the  capacity,  if  abnormal,  to  explain  the  features  of  the  disease. 

None  of  this  was  really  known  other  than  at  a  descriptive  level 
a  decade  ago.  But  the  funding  of  the  research  to  study  Alzheimer's 
disease,  the  Alzheimer's  disease  centers,  I  think,  have  been  a  star- 
tling success,  in  terms  of  the  amount  of  research  accomplished. 
Where  we  stand  right  now,  in  terms  of  understanding  the  molecu- 
lar defect,  and  you  cannot  get  anywhere  without  that — once  the 
molecular  defect  is  known,  it  can  be  reproduced  in  animals  and  the 
features  of  the  disease  known.  And  then  ways  in  which  the  gene- 
determined  illness  can  be  circumvented.  And  that  is  the  strategy. 

I  think  it  is  highly  realistic,  and  it  has  a  timeframe,  as  Dr. 
Young  and  Dr.  McKhann  indicated,  that  is  finite.  It  is  in  the  next 
decade,  or  the  remainder  of  this  one.  So  it  is  the  power  of  the  re- 
combinant technology,  that  is  to  say,  the  genetic  approaches,  the 
neurotrophins,  the  growth  factors  that  affect  the  functional  capac- 
ity of  brain  tissue,  and  the  new  imaging  techniques  that  have  so 
much  promise. 

It  seems  to  me  that  the  investment  in  research  is  so  small  in 
comparison  to  that  which  is  spent  just  caring  for  the  effects  of 
these  diseases.  It  makes  this  a  prudent  investment,  indeed. 

Senator  Harkin.  Dr.  Asbury,  thank  you  very  much. 

Mr.  Joe  Alioto  from  San  Francisco. 

STATEMENT  OF  JOSEPH  ALIOTO 

Mr.  Alioto.  Thank  you,  Mr.  Chairman.  And,  Senator  Mack,  as 
soon  as  the  12  bell  rings,  just  leave.  I  will  just  keep  talking  to  my- 
self. It  is  OK.  I  do  it  a  lot.  [Laughter.] 

I  am  going  to  give  you  a  different  perspective  I  hope. 

Senator  Harkin.  It  is  done  a  lot  around  here,  too,  I  might  add. 
[Laughter.] 

Mr.  Alioto.  OK.  I  am  going  to  give  you  a  different  perspective. 
I  am  a  parent.  I  am  an  attorney.  But  I  am  a  cofounder  and  now 
serve  as  the  chairman  of  the  board  of  the  Paralysis  Project  of 
America  and  was  cofounder  also  of  the  American  Paralysis  Associa- 
tion. 

When  my  daughter  was  injured,  she  was  12  years  old.  She  was 
on  a  skilift  and  the  whole  thing  fell  off  the  rail.  And  the  shocking 
thing  about  this  experience  was  that  this  cynical  injury  prohibited 
someone  young — and  most  of  the  injured  people  are  very,  very 
young — from  being  able  to  use  the  fantastic  and  graceful  machine 
which  is  their  body.  And  to  find  out  that  nobody  had  really  done 
any  research  in  this  up  to  that  point  in  time,  which  was  the  early 
eighties,  and  indeed,  that  there  was  a  Nobel  Prize  given  at  the  turn 
of  the  century  for  a  great  Spaniard,  a  great  Spaniard,  but  he  was 
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wrong,  saying  that  this  disease  was  unconquerable  and  doctors 
should  forget  it. 

Since  that  time,  it  has  changed  around.  We  do  not  have  a  Ptol- 
emy anymore.  The  center  of  the  universe  is  not  the  Earth.  We 
found  out  it  is  the  Sun.  And  we  can  in  fact  do  something  about  it. 

All  of  these  distinguished  people — I  have  had  the  great  oppor- 
tunity to  meet  many  of  them — people  like  this,  now,  who  have 
changed  their  attitude  and  their  ideas.  When  my  daughter  was  in- 
jured, there  was  not  one  doctor  working  on  this  west  of  the  Mis- 
sissippi. They  were  not  even  interested  in  it,  and  no  one  would 
even  think  or  consider  anything  about  research.  That  entire  picture 
has  changed. 

All  of  the  private  organizations  like  mine  were  able  to  raise  some 
funds  here  and  some  funds  there — maybe  $1  million,  maybe  $2  mil- 
lion, or  $3  million — but  we  cannot  do  what  is  needed  right  now. 
That  is  why  we  have  to  come  to  our  Government.  We  hope  that  the 
Government  will  understand  that  if  this  is  not  conquered,  the 
amount  of  costs  are  more  than  what  the  deficit  was  last  year.  It 
is  not  worth  it  otherwise. 

And  the  human  drama  of  achieving  this  end,  which  can  be  done 
as  these  doctors  have  told  you,  and  the  way  they  are  going,  we  will 
see  in  our  time  the  accomplishment  of  the  biblical  miracle  that  peo- 
ple will  get  up  and  walk  again. 

Thank  you. 

Senator  Harkin.  Thank  you  very  much,  Mr.  Alioto,  and  all  of  you 
for  being  here. 

Well,  the  bell  has  rung,  and  so  we  have  15  minutes  to  get  over 
to  vote. 

Before  we  move  on,  I  would  like  to  take  the  opportunity  to  recog- 
nize the  Director  of  the  National  Institute  of  Neurological  Dis- 
orders and  Stroke,  who  is  doing  a  great  job  at  NIH,  Dr.  Murray 
Goldstein,  sitting  over  here.  [The  Senator  indicates  Dr.  Goldstein.] 
Welcome,  again.  I  guess  we  will  have  you  up  here  before  the  panel 
in  a  couple  of  weeks  or  so.  But  I  am  glad  you  are  here  today. 

And  to  all  of  you,  thank  you  for  being  here.  The  "Decade  of  the 
Brain,"  as  you  pointed  out,  is  well  underway.  We  have  made  some 
discoveries.  The  10  items  that  you  pointed  out  that  are  conquerable 
by  the  year  2000  are  well  within  our  reach.  It  just  remains  as  to 
whether  or  not  we  have  the  bank  loans  to  make  sure  we  invest 
wisely  in  this.  And  that  is  why  I  am  really  delighted  you  are  here. 

Prior  to  my  questions,  I  will  yield  to  Senator  Mack,  then  we  will 
go  vote,  and  I  will  return.  I  do  not  know  if  Senator  Mack  will  re- 
turn or  not.  Senator,  I  know  you  have  other  things  on  your  agenda. 
I  will  recognize  you  now  for  any  questions  you  might  have. 

Senator  Mack.  Well,  I  think  maybe  just  a  comment  or  two.  First 
of  all,  I  would  like  to  recognize  Sean  Friedkin  from  my  State  of 
Florida.  And  I  might  say,  one  of  those  young  people  that  you  talked 
about  a  moment  ago.  And  I  hope  that  we  will  be  able  to  find  those 
bank  loans  and  make  those  loans  so  that  people  all  throughout  the 
country  and  the  world  will  have  an  opportunity  to  live  complete 
lives.  And  I  must  say  that  I  have  been  very  touched  by  what  you 
all  have  said  today. 
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I  have  participated  in  many  hearings  both  in  the  House  and  the 
Senate,  and  I  do  not  think  there  has  been  one  that  has  affected  me 
quite  as  significantly  as  this  one.  So  I  appreciate  it. 

Senator  Harkin.  Thank  you,  Senator. 

As  you  know,  Arthur,  it  is  just  freak  accidents,  and  I  never  really 
got  too  much  interested  in  this  whole  area  either  until  my  nephew, 
my  sister's  boy  got  injured  and  became  quadriplegic.  Interestingly 
enough,  he  did  recover  some  of  the  use  of  his  arms  and  hands.  And 
this  happened  to  him  when  he  was — let  us  see — Kelly  must  have 
been  about  19  years  old  I  think — 19  or  20  years  old.  And  to  see 
what  he  had  to  go  through,  just  in  terms  of  rehabilitation  and  to 
try  to  finish  school.  And  now  he  runs  a  small  business.  I  mean,  it 
has  been  quite  a  success  story.  It  has  been  15  years  now. 

In  those  days,  I  was  informed  at  that  time  about  the  best  re- 
search that  had  been  done  on  spinal  cord  rehabilitation  was  in  the 
old  Soviet  Union.  And  so  we  did  some  research  into  that.  They  had 
come  quite  a  ways,  but  not  to  the  point  of  really  regenerative  types 
of  research. 

The  question  always  uppermost  in  my  mind — just  why  is  it  that 
if  you — see,  most  people  think  if  you  sever  the  spinal  cord  when 
you  become  quadriplegic  or  paraplegic,  but  it  is  just  a  bruise — why 
is  it,  Dr.  Goldstein,  and  I  have  talked  about  this  before,  why  is  it 
if  you  just  bruise  that  spinal  column  it  does  not  regenerate?  Other 
bruises  regenerate  in  our  bodies.  We  know  that.  But  why  just  that 
particular  bundle  of  nerves  that  go  there,  that  get  bruised,  do  not 
regenerate? 

I  think  that  is  where  a  lot  of  the  research  is  being  done.  That 
is  where  more  needs  to  be  done.  But  that  really  holds  a  big  promise 
right  there.  For  example,  I  do  not  know  that  anyone  really  knows 
why  my  nephew,  who  did  not  have  the  use  of  his  arms  and  hands, 
through  rehabilitation,  was  able  to  get  enough  use  of  his  arms  and 
hands  that  he  can  now  drive  his  own  van.  How  did  that  happen? 

So  he  got  some  of  it  back,  but  obviously  not  all  of  it.  And  I  think 
these  are  all  areas  that  with  the  adequate  amount  of  research,  I 
really  believe  we  can  find  what  triggers  that  regeneration  in  those 
nerves. 

Mr.  Ullian.  I  think  Dr.  Young  could  speak  to  that. 

Dr.  Young.  Well,  we  really  do  not  have  time,  but  you  are  abso- 
lutely right  about  the  necessity  for  research  to  find  out  why  people 
do  recover.  Because  nature  holds  a  lot  of  the  secrets  for  us,  in 
terms  of  how  to  continue  that  progress  of  recovery  in  those  patients 
who  are  already  recovering  to  some  extent.  How  can  we  push  it? 

We  now  have  treatments  that  I  think  we  can  apply  to  goose  that 
progress  in  individual  patients. 

Senator  Harkin.  I  also  recognize  Marilyn  Spivak,  a  long-time  ad- 
vocate for  head  injury  research,  who  is  also  here  in  our  audience. 
Thank  you  for  being  here  again. 

I  am  sorry  for  this  interruption,  but  I  do  have  to  go  vote.  And 
we  have  one  other  panel  representing  the  Coalition  for  American 
Trauma  Care,  the  American  College  of  Surgeons.  On  the  panel  are 
Howard  Champion,  Charles  Rice,  Courtney  Townsend,  Alan  Nel- 
son, and  Jay  Gillen water.  I  will  go  vote. 

We  will  recess  for  about  10  minutes  and  then  we  will  return  for 
the  other  panel. 
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Thank  you. 

[A  brief  recess  was  taken.] 

Senator  Harkin.  The  subcommittee  will  resume. 

STATEMENTS  OF: 

HOWARD  R.  CHAMPION,  FRCS,  FACS,  PRESIDENT,  THE  COALITION 
FOR  AMERICAN  TRAUMA  CARE 

CHARLES  RICE,  M.D.,  AMERICAN  COLLEGE  OF  SURGEONS; 

COURTNEY  M.  TOWNSEND,  JR.,  M.D.,  UNIVERSITY  OF  TEXAS  MEDI- 
CAL BRANCH  AT  GALVESTON 

ALAN  NELSON,  M.D.,  AMERICAN  SOCIETY  OF  INTERNAL  MEDICINE 

JAY  Y.  GnXENWATER,  M.D.,  SOCIETY  OF  UND7ERSITY  UROLOGISTS 

Senator  Harkin.  We  have  a  panel  of  Howard  Champion,  the  Coa- 
lition for  American  Trauma  Care;  Charles  Rice,  the  American  Col- 
lege of  Surgeons;  Courtney  Townsend,  the  University  of  Texas 
Medical  Branch  at  Galveston;  Alan  Nelson,  American  Society  of  In- 
ternal Medicine;  Jay  Gillenwater,  the  Society  of  University  Urolo- 
gists. 

We  have  you  all  here.  I  did  not  see  the  order  in  which  you  sat. 
Again,  I  apologize  for  this  disruption,  but  if  you  have  been  around 
here  before,  you  know  how  this  place  operates.  If  we  have  a  vote, 
we  have  to  go.  I  appreciate  you  being  here  and  for  your  patience 
in  testifying. 

Again,  welcome.  The  same  rules  apply.  Your  statements  will  be 
made  a  part  of  the  record.  If  you  could  summarize  briefly,  I  would 
sure  appreciate  it. 

Mr.  Champion,  you  are  representing  the  Coalition  for  American 
Trauma  Care. 

STATEMENT  OF  HOWARD  R.  CHAMPION 

Mr.  Champion.  Yes,  Mr.  Chairman. 

Good  afternoon,  and  thank  you  for  the  opportunity  to  present  the 
views  of  the  coalition  regarding  funding  for  title  XII  of  the  U.S. 
Public  Health  Service. 

I  am  president  of  the  coalition.  I  am  also  chief  of  trauma  service 
and  the  director  of  surgical  critical  care  and  emergency  services  at 
the  Washington  Hospital  Center,  just  about  1  mile  north  of  here. 

I  am  here  to  speak  on  trauma  care.  And  you  have  heard  testi- 
mony about  blood  this  morning  and  brain  injury  and  spinal  cord  in- 
jury, and  trauma  care  systems  deal  with  the  whole  body.  The  coali- 
tion represents  a  number  of  institutions  and  organizations  around 
the  United  States,  and  we  are  recommending  funding  in  fiscal  year 
1994  of  $17  million  for  the  Trauma  Systems  Program,  parts  A 
through  C  of  title  XII  of  the  U.S.  Public  Health  Service. 

This  level  of  funding  for  this  program,  which  assists  States  to 
plan  and  implement  organized,  regional  systems  of  trauma  care, 
would  permit  the  program  to  operate  as  Congress  intended,  as  a 
State  formula  grant  program,  not  as  it  currently  operates,  as  a 
competitive  demonstration  project. 

Mr.  Chairman,  injury  is  the  leading  cause  of  death  in  the  United 
States  from  birth  through  age  of  44.  It  is  the  leading  cause  of  years 
of  lost  work  productivity.  It  is  the  Nation's  most  expensive  disease, 
costing  an  estimated  $180  billion  in  lifetime  costs  in  1988,  more 
than  heart  disease  or  cancer. 
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Better  efforts  at  prevention,  safety  belt  use  and  all  kinds  of  hel- 
met use  would  alter  these  statistics.  Conflict  control  can  substan- 
tially reduce  intentional  injury  violence.  For  this  reason,  the  coali- 
tion supports  the  Injury  Prevention  and  Control  Coalition's  rec- 
ommendation of  $50  million  for  the  CDC  Center  for  Injury  Preven- 
tion and  Control. 

You  made  some  references  earlier  to  accidents.  Parenthetically, 
Mr.  Chairman,  we  are  trying  to  move  accident  from  the  term  acci- 
dents, because  accidents  are  no  accident,  and  we  are  trying  to  use 
more  focused  descriptors  such  as  crash.  Because  accidents  are  acts 
of  God,  and  we  would  like  to  remove  that  from  the  lexicon  in  terms 
of  prevention  focus. 

We  know  that  all  serious  injuries  will  never  be  completed  elimi- 
nated. When  serious  injury  does  occur,  we  must  be  ready  and  orga- 
nized. Regional  systems  of  trauma  care  could  save  an  estimated 
25,000  lives  each  year  and  further  reduce  the  cost  of  duplication  of 
the  expensive  resources  needed  to  care  for  these  patients  and  the 
cost  of  individual  care. 

Accumulated  evidence  as  a  result  of  recent  statements  by  policy 
experts  identifying  organized,  regional  systems  of  trauma  care  as 
one  of  the  few  areas  of  medical  intervention  having  outcome  data 
establishing  clear,  cost  effectiveness  for  patients  in  short-  and  in 
long-term  care.  It  is  indeed  a  paradigm  for  many  of  the  aspects  of 
health  care  reform  that  are  being  promoted. 

For  this  reason,  the  Coalition  for  American  Trauma  Care  calls 
upon  the  administration  and  Congress  to  support  an  essential  in- 
gredient of  health  care  reform,  universal  implementation  of  orga- 
nized, regional  systems  of  trauma  care. 

In  closing,  I  would  like  to  mention  the  coalition's  recommenda- 
tion for  part  D  of  title  XII,  this  is  the  $100  million  trauma  center 
grant  program  enacted  last  year  as  part  of  Public  Law  102-321.  In 
recognition  of  the  budget  crisis  facing  the  Nation,  the  coalition  re- 
quests a  very  modest  amount  for  this  program  of  $5  million  in 
start-up  funding  for  fiscal  year  1994. 

Over  90  trauma  centers  have  closed  since  1985,  most  due  to  high, 
uncompensated  care  arising  from  increased  numbers  of  uninsured 
trauma  patients.  This  underlying  trend  has  been  seriously  exacer- 
bated by  the  epidemic  of  violence  in  our  major  metropolitan  areas. 
Organized  regional  systems  of  trauma  care  cannot  be  successful  if 
trauma  centers  cannot  provide  the  services. 

PREPARED  STATEMENT 

Despite  the  societal  impact  and  the  rubric  of  the  neglected  dis- 
ease of  modern  society  for  the  past  20  years,  injury  remains  a  para- 
mount health  care  problem.  It  needs  a  public  health  care  approach, 
and  we  would  like  to  emphasize  the  need  that  injury  not  be  the  ne- 
glected disease  of  the  103d  Congress  or  health  care  reform. 

Thank  you  for  the  opportunity  to  testify,  Mr.  Chairman. 

Senator  Harkin.  Dr.  Champion,  thank  you  very  much.  I  appre- 
ciate your  testimony. 

[The  statement  follows:] 
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Statement  of  Howard  R.  Champion 

Mr.  Chairman  and  Members  of  the  subcommittee,  I  am  Dr.  Howard  Champion, 
President  of  The  Coalition  for  American  Trauma  Care.  I  am  also  Chief  of  the  Trau- 
ma Service  and  Director  of  Surgical  Critical  Care  and  Emergency  Services  at  the 
Washington  Hospital  Center  located  here  in  the  District  of  Columbia.  The  Coalition 
was  founded  last  July  so  that  those  individuals,  institutions,  and  organizations  com- 
mitted to  the  care  of  the  injured  have  a  constant  and  vigorous  voice  as  the  nation 
moves  toward  the  most  important  change  in  our  system  of  health  care  since  the  en- 
actment of  Medicare  and  Medicaid  in  the  1960's. 

The  Coalition  for  American  Trauma  Care  is  very  pleased  to  have  the  opportunity 
to  testify  before  the  Subcommittee  in  support  of  the  trauma  care  systems  planning 
and  development  program,  Title  XII  of  the  U.S.  Public  Health  Service  Act. 

The  Coalition  for  American  Trauma  Care's  fiscal  year  1994  recommendation  for  title 
XII  of  the  U.S.  Public  Health  Service,  parts  A-C  (Public  Law  101-590) 

Although  authorized  at  $60  million,  the  trauma  systems  program,  administered 
by  the  Division  of  Trauma  and  Emergency  Medical  Systems  within  the  Bureau  of 
Health  Resources  Development  at  HRSA,  received  $4.49  million  in  fiscal  year  1992 
and  $4.40  million  in  fiscal  year  1993.  The  Coalition  for  American  Trauma  Care  is 
very  pleased  that  the  Clinton  Administration  is  recommending  fiscal  year  1994 
funding  for  the  trauma  systems  program,  but  feels  $4.35  million  will  not  do  enough 
to  further  trauma  system  development.  The  Coalition  recommends  that  for  fiscal 
year  1994  the  trauma  systems  program  (Parts  A-C  of  Title  XII,  U.S.  Public  Health 
Service)  receive  $17  million,  the  minimum  amount  that  would  permit  the  program 
to  operate  as  Congress  intended,  that  is,  as  a  formula  grant  program  to  states  to 
plan  and  implement  organized,  regional  systems  of  trauma  care. 

The  Coalition  for  American  Trauma  Care's  fiscal  year  1994  recommendation  for  part 
D 
The  Coalition  also  recommends  $5  million  in  startup  funding  for  Part  D  of  Title 
XII  of  the  U.S.  Public  Health  Service,  enacted  last  year  as  Title  VI  of  Public  Law 
102-321.  Part  D  is  a  $100  million  federal  grant  program  targeted  to  qualified  trau- 
ma centers  that  are  fiscally  stressed  due  to  the  treatment  of  increasing  numbers  of 
uninsured  victims  of  drug  related  violence.  Since  1985,  over  90  trauma  centers  have 
closed  their  doors  to  the  severely  injured  primarily  due  to  mounting  uncompensated 
care  costs,  exacerbated  in  urban  areas  by  escalating  violence.  Part  D  of  Title  XII 
targets  funds  to  those  trauma  centers  most  in  need  and  most  likely  to  close  in  the 
near  future.  Trauma  centers  receiving  grants  under  the  program  must  stay  open  for 
three  years,  or  return  the  amount  of  the  funds  plus  interest.  These  requirements 
help  ensure  that  even  a  small  amount  of  funding  would  keep  access  to  a  vital,  life- 
saving  community  resource  open  and  available  to  everyone  living  in  or  near  some 
of  our  nation's  most  violence  prone  areas. 

Organized,  regional  systems  of  trauma  care  save  lives,  prevent  disability,  could  save 
billions  in  direct  and  indirect  health  care  costs  if  instituted  nationwide 

Injury  is  the  leading  cause  of  death  and  disability  for  Americans  from  birth 
through  age  44  causing  150,000  deaths  and  over  300,000  permanent  disabilities 
each  year.  Because  it  most  often  strikes  the  young,  injury  is  the  leading  cause  of 
years  of  lost  work  productivity.  For  the  same  reason,  it  is  also  the  nation's  most 
costly  disease,  estimated  in  1988  to  result  in  $180  billion  in  lifetime  costs,  more 
than  either  heart  disease  or  cancer.  When  it  does  strike  the  elderly,  those  over  age 
65  are  more  likely  to  die,  have  more  complications  and  longer  hospital  stays  than 
those  under  age  65  regardless  of  the  severity  of  the  injury.  Those  living  in  rural 
areas  are  also  disproportionately  affected;  they  are  twice  as  likely  to  die  from  an 
unintentional  injury  than  those  living  in  urban  areas. 

Organized,  regional  systems  of  trauma  care,  by  providing  quick  access — within 
the  "golden  hour" — to  definitive  care,  are  designed  to  prevent  early  death  from  in- 
jury. Trauma  systems  consist  of  five  components:  (1)  access — 911  availability  and 
public  awareness  to  act  quickly  to  access  emergency  services;  (2)  pre-hospital  care — 
ambulances,  fixed-wing  and  rotor-wing  aircraft  accompanied  by  trainee!  personnel 
who  can  provide  initial  resuscitation;  (3)  triage,  transport,  and  transfer  decision- 
making— pre-hospital  and  hospital  based  emergency  care  personnel  match  patient 
needs  with  the  appropriate  level  of  facility  care;  (4)  acute  hospital  care — specialized 
trauma  care  facilities  with  experienced  surgeons,  other  health  care  personnel  and 
priority  access  to  sophisticated  technology  and  services  all  available  24  hours  per 
day;  (5)  rehabilitation — access  to  rehabilitation  services  which  are  essential  to  re- 
store injured  individuals  to  productive  lives.  Access  to  rehabilitation  services  are  es- 
pecially important  for  head  injured  individuals  who  constitute  the  largest  single 
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froup  of  trauma  patients.  A  1989  Interagency  Head  Injury  Task  Force  made  a  num- 
er  of  important  recommendations  regarding  prevention,  treatment,  and  rehabilita- 
tion of  head  injury,  but  was  never  formally  issued  by  the  U.S.  Department  of  Health 
and  Human  Services. 

Numerous  studies  have  demonstrated  that  organized,  regional  Systems  of  trauma 
care  result  in  dramatic  improvement  in  patient  outcomes.  Even  in  the  first  year  of 
implementation  preventable  death  rates  drop  50-60  percent  while  80-85  percent  of 
even  the  most  severely  injured  children  and  adults  fully  recover.  Most  of  the  re- 
maining 15-20  percent  attain  partial  recovery  and  live  independently.  These  out- 
comes are  achieved  while  also  significantly  reducing  duplication  of  costly  medical 
services,  since  severely  injured  individuals  are  transported  and  transferred  only  to 
hospitals  designated  by  the  state  that  meet  strict  standards  of  trauma  care  based 
on  sound  clinical  practice.  One  recent  study  of  worker's  compensation  claims  for 
nonfatal  disabling  injuries  found  that  states  with  organized  regional  systems  of 
trauma  care  had,  overall,  10-12  percent  lower  costs  per  hospitalized  episode,  and 
a  10  percent  decreased  probability  of  hospitalization.  These  results  indicate  extend- 
ing trauma  systems  nationwide  could  lower  annual  direct  health  care  costs  by  as 
much  $4  billion  and  by  as  much  as  $13.5  billion  if  preventable  death  and  productiv- 
ity loss  were  accounted  for. 

In  fact,  accumulating  evidence  identifies  organized  regional  systems  of  trauma 
care  as  one  of  the  few  areas  of  clinical  intervention  recognized  as  having  outcome 
data  establishing  cost-effectiveness  for  patients  both  short  and  long  term. 

Despite  their  proven  cost-effectiveness  organized,  regional  systems  of  trauma  care 
have  failed  to  develop  in  many  areas  of  the  nation 

A  1986  GAO  report  entitled,  Health  Care:  States  Assume  Leadership  Role  in  Pro- 
viding Emergency  Medical  Services,  found  that,  "Although  taking  severely  injured 
patients  to  specialized  trauma  centers  increase  survival  chances,  10  of  the  18  areas 
GAO  visited  do  not  have  fully  developed  trauma  systems  to  assure  that  critically 
injured  patients  are  taken  to  these  centers.  The  designation  of  a  hospital  as  a  trau- 
ma center  may  threaten  other  hospitals  in  the  area  with  potential  loss  of  patients 
and  prestige.  Due  partly  to  these  concerns  within  the  medical  community,  states 
have  done  Tittle  to  encourage  the  designation  of  trauma  centers." 1 

Federal  leadership  has  been  needed  to  help  states  assume  a  stronger  role  in  trau- 
ma system  development.  The  enactment  of  Public  Law  101-590  has  galvanized 
states  to  move  toward  development  of  organized,  regional  systems  of  trauma  care. 
Funding  of  the  Trauma  Systems  Act  has  been  extremely  modest,  but  even  modest 
amounts  provided  for  planning  efforts  can  achieve  significant  results  for  one  of  the 
nation's  most  costly  diseases.  In  fiscal  year  1992,  despite  a  very  late  start  due  to 
delays  by  HHS  officials  in  assigning  an  administrative  agency,  33  states  applied  for 
a  total  of  $4  million  in  available  grant  money.  Twenty-three  states  were  approved 
and  five  other  applicants  received  just  under  $500,000  in  rural  trauma  care  grants. 
Clearly,  more  states,  and  more  severely  injured  individuals,  would  benefit  from  this 
important  program  if  it  were  funded  at  higher  levels.  The  program  is  designed  to 
be  a  state  formula  program,  based  on  state  population  and  area  size.  The  minimum 
amount  needed  to  establish  the  formula  program  is  $17  million. 

Trauma  Care  and  Health  Care  Reform:  Essential  Principles  to  Ensure  Cost-Effective 
Outcomes.2 

Clinical  leadership  in  trauma  system  development  has  led  the  nation  in  the  com- 
mitment to  the  development  of  primary  and  secondary  injury  prevention  strategies, 
utilization  of  patient  outcome  data  to  improve  service  delivery  to  injured  individ- 
uals, and  implementation  of  practice  guidelines  to  improve  and  maintain  clinical 
skills.  These  elements  constitute  a  paradigm  for  the  overall  health  system  for  in- 
creasing cost-effectiveness  without  compromising  quality  of  care.  The  commitment 
to  trauma  system  development  must  continue  as  the  nation  decides  the  ultimate  di- 
rection of  overall  health  system  reform. 

Organized,  regional  systems  of  trauma  care  already  save  the  nation  billions  in 
preventing  life-long  disabilities  and  the  loss  of  thousands  of  productive  young  lives 
through  premature  death.  If  implemented  universally,  an  estimated  25,000  lives  we 
now  lose  needlessly  every  year  would  be  saved,  and  thousands  of  permanent  disabil- 


1  United  States  General  Accounting  Office:  Health  Care:  States  Assume  Leadership  Role  in 
Providing  Emergency  Medical  Services.  Washington,  D.C.  GAO/HRD-86-132,  September  1986. 

2  The  Coalition  for  American  Trauma  Care  has  developed  a  set  of  eight  principles  for  inclusion 
in  health  system  reform  proposals.  Chief  among  them  is  the  principle  that  health  system  reform 
proposals  should  recognize  the  cost-efficiencies  inherent  in  organized  regional  systems  of  trauma 
care  for  a  major  public  health  problem,  and  should  support  universal  implementation  of  trauma 
systems  as  specified  in  Public  Law  101-590. 
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ities  would  be  avoided.  This  is  an  investment  we  cannot  afford  to  miss.  Funding 
support  for  the  trauma  systems  program,  and  the  trauma  center  grant  program,  is 
an  important  step  in  the  right  direction  toward  reform  of  our  nation's  health  care 
system. 

Mr.  Chairman,  thank  you  for  the  opportunity  to  testify  before  the  subcommittee, 
and  to  share  with  you  the  Coalition  for  American  Trauma  Care's  funding  rec- 
ommendations for  the  trauma  system  program  and  the  trauma  center  grant  pro- 
gram established  under  Title  XII  of  the  U.S.  Public  Health  Service.  On  behalf  of  the 
Coalition  membership,  we  look  forward  to  working  with  you  and  the  subcommittee 
in  the  effort  to  ensure  universal  access  to  cost-effective  trauma  care  services. 

STATEMENT  OF  CHARLES  RICE 

Senator  Harkin.  Next  is  Dr.  Charles  Rice,  representing  the 
American  College  of  Surgeons. 

Dr.  Rice.  Good  morning,  Mr.  Chairman.  My  name  is  Charles 
Rice.  I  am  a  vice  chairman  of  the  Committee  on  Trauma  of  the 
American  College  of  Surgeons,  and  chairman  of  the  division  of  gen- 
eral surgery  at  the  University  of  Texas  Southwestern  Medical  Cen- 
ter in  Dallas. 

I  appreciate  the  opportunity  to  represent  the  college  in  this  hear- 
ing. As  you  have  noted,  we  have  submitted  a  statement  for  the 
record. 

The  college  represents  51,000  surgeons  in  the  United  States  and 
Canada,  and  has  been  involved  in  trauma  since  the  1920's.  The 
Committee  on  Trauma  is  the  oldest  standing  committee  of  the 
American  College  of  Surgeons. 

As  Dr.  Champion  has  emphasized,  trauma  really  is  the  No.  1 
cause  of  death  between  the  ages  of  1  and  44.  It  accounts  for  more 
years  of  lost  life  than  the  next  three  causes  combined. 

Senator  Harkin.  Can  I  just  interrupt  for  1  second.  When  you  are 
talking  about  trauma,  are  you  also  talking  about  gunshot  wounds? 

Dr.  Rice.  Yes,  sir. 

Senator  Harkin.  That  is  part  of  it? 

Dr.  Rice.  Yes. 

Senator  Harkin.  It  is  not  just  accidents. 

Dr.  Rice.  Not  just  motor  vehicle  collisions  or  bicycles  or  motor- 
cycles. 

Senator  Harkin.  Not  falls  or  things  like  that? 

Dr.  Rice.  No;  we  are  talking  about  falls  from  ladders  or  rooftops. 
We  are  talking  about  industrial. 

Senator  Harkin.  But  you  do  include  gunshot  wounds? 

Dr.  Rice.  Absolutely.  Very  definitely. 

The  important  point  I  think  is  that  trauma  really  does  threaten 
the  productivity  of  the  future  since  this  is  the  most  common  cause 
of  death  for  people  between  the  ages  of  1  and  44.  That  is  the  work 
force  of  today  and  the  work  force  of  tomorrow. 

What  makes  trauma  a  bit  different  is  that  it  requires  organiza- 
tion— an  organization  committed  to  rapid  response.  And  the  data 
show  that  such  an  organized  system  works  and  does  make  a  dif- 
ference. It  does  save  lives  and  reduce  disability. 

I  know  a  particular  interest  of  yours  is  rural  health.  And  as  I  am 
sure  you  are  well  aware,  your  probability  of  surviving  after  a  motor 
vehicle  collision  is  inversely  proportional  to  your  distance  from 
Iowa  City  within  the  State  of  Iowa.  Even  the  most  ardent  advo- 
cates of  managed  care  and  managed  competition  acknowledge  that 
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the  provision  of  care  in  rural  areas  is  an  unsolved  problem.  That 
is  even  more  true  for  trauma. 

Having  served  for  1  year  as  a  legislative  assistant  to  your  col- 
league, Senator  Daschle,  I  am  well  aware  of  the  funding  problems 
and  the  very  difficult  decisions  that  you  face.  This  bill  was  author- 
ized at  $60  million.  In  fiscal  year  1992,  $4.9  million  were  appro- 
priated; in  fiscal  year  1993,  $4.5  million;  and  the  President's  budg- 
et includes  this  bill  at  $4.4  million. 

PREPARED  STATEMENT 

We  ask  that  you  increase  funding  for  this  program  to  $17  mil- 
lion, which  I  would  point  out  is  one-hundredth  of  1  percent  of  the 
cost  of  trauma  to  the  economy.  This  is  only  one  part  of  the  effort 
needed  to  reduce  the  needless  loss  of  life  from  injury,  but  it  is  an 
important  part,  and  we  ask  your  support  for  it. 

Thank  you. 

[The  statement  follows:] 

Statement  of  Charles  Rice 

Mr.  Chairman  and  members  of  the  Subcommittee,  my  name  is  Charles  L.  Rice, 
MD,  FACS.  I  am  a  trauma  surgeon  and  Chairman  of  the  Division  of  General  Sur- 
gery at  the  University  of  Southwestern  Medical  School  in  Dallas,  Texas.  I  am  also 
Vice-Chairman  of  the  American  College  of  Surgeons'  Committee  on  Trauma.  Thank 
you  for  the  opportunity  to  appear  before  you  today  to  express  the  College's  views 
on  fiscal  year  1994  funding  for  the  new  trauma  systems  program  created  by  Public 
Law  101-590,  the  Trauma  Care  Systems  Planning  and  Development  Act. 

ACS  INVOLVEMENT  IN  TREATMENT  AND  PREVENTION  OF  TRAUMA 

The  College  and  its  over  51,000  Fellows  are  deeply  committed  to  improving  the 
quality  of  care  provided  to  victims  of  injury.  Our  activities  in  this  area  include  stim- 
ulating research  into  methods  of  treating  injuries,  and  cooperating  with  other  medi- 
cal, scientific,  and  safety  groups  in  efforts  to  prevent  and  treat  injuries.  We  publish 
educational  materials  and  produce  public  service  television  and  radio  announce- 
ments on  topics  such  as  seat  belt  use  and  drunk  driving.  In  addition,  the  College 
administers  courses  in  Advanced  Trauma  Life  Support  (ATLS)  for  physicians  and 
other  health  care  personnel,  sponsors  postgraduate  education  courses  for  surgeons, 
and  participates  in  the  process  to  accredit  training  programs  for  emergency  medical 
technicians-paramedics.  Our  trauma  surgeons  conduct  on-site  consultations  at  the 
request  of  hospitals  to  verify  their  commitment  to  become  trauma  centers. 

In  1976,  the  College  first  published  its  guidelines  for  the  hospital  and  prehospital 
resources  necessary  for  optimal  trauma  care.  These  guidelines  describe  in  detail  the 
qualifications  and  level  of  commitment  required  of  hospitals,  medical  and  surgical 
personnel,  and  local  communities  to  provide  quality  trauma  care.  The  College's 
guidelines  have  been  adopted  by  state  and  regional  trauma  systems  throughout  the 
nation;  studies  have  shown  that  systems  employing  these  standards  have  experi- 
enced significant  reductions  in  preventable  deaths  due  to  injury.  These  criteria  are 
an  important  component  of  the  program  we  are  discussing  today. 

TRAUMA  IS  A  MAJOR  PUBLIC  HEALTH  PROBLEM 

In  recent  years,  policymakers  in  Congress  and  the  federal  government  have  be- 
come increasingly  aware  of  how  important  injury  prevention  and  control  activities 
are  to  the  public's  health.  However,  the  increased  federal  support  for  these  efforts 
has  focused  primarily  on  how  and  why  injuries  occur  and  what  can  be  done  to  mini- 
mize their  incidence.  Very  little  has  been  done  to  control  the  outcome  of  those  inju- 
ries that  have  not  been  prevented. 

Trauma  care  systems  are  based  upon  proper  organization  of  existing  health  care 
resources.  These  systems  of  care  are  necessary  to  prevent  needless  deaths  and  to 
control  the  number  and  the  severity  of  disabilities  suffered  by  those  who  are  seri- 
ously injured  despite  our  best  efforts  to  develop  safety  devices  and  promote  safe  be- 
havior. It  has  been  estimated  that  25,000  Americans  die  needlessly  each  year  be- 
cause they  live  in  communities  that  are  not  organized  to  transport  severely  injured 


160 

patients  promptly  to  the  area  hospital  that  is  staffed  and  equipped  to  provide  expert 
trauma  care.  Many  thousands  more  suffer  preventable  disabilities  for  the  same  rea- 
son. 

Trauma  is  costly  to  the  nation — not  only  because  of  the  pain  and  suffering  that 
result,  but  also  in  economic  terms.  While  trauma  is  the  nation's  fourth  leading  cause 
of  death,  productivity  losses  from  injury  are  far  greater  than  from  the  other  leading 
causes  of  death.  That  is  because  trauma  is  largely  a  disease  of  the  young.  Four  of 
every  five  people  who  are  injured  are  under  age  44. 

SUMMARY  OF  THE  LAW 

Under  Public  Law  101-590,  the  Secretary  of  Health  and  Human  Services  awards 
grants  to  states  to  assist  them  in  planning,  implementing,  and  monitoring  statewide 
trauma  care  systems.  Eighty  percent  of  the  funds  appropriated  for  this  program  are 
used  for  these  grants.  In  addition,  10  percent  of  the  program  funds  are  used  to  pro- 
vide grants  to  public  and  not-for-profit  entities  for  conducting  research  and  dem- 
onstration projects  on  methods  for  improving  the  availability  and  quality  of  emer- 
gency medical  services  and  trauma  care  in  rural  areas. 

The  law  requires  that  a  Model  Trauma  Plan  be  developed  to  guide  states  in  de- 
signing their  trauma  care  systems.  This  plan  must  take  into  account  existing  na- 
tional standards  for  trauma  care,  including  those  developed  by  the  American  College 
of  Surgeons,  the  American  College  of  Emergency  Physicians,  and  the  American 
Academy  of  Pediatrics.  Also,  an  Advisory  Council  on  Trauma  Care  Systems  is  to  be 
established  to  assess  the  nation's  trauma  care  needs  and  advise  the  Secretary  on 
the  development  of  the  model  plan.  Finally,  a  National  Clearinghouse  on  Emergency 
Medical  Services  and  Trauma  Care  is  to  be  established  to  compile  and  disseminate 
national  quality  of  care  data  and  provide  technical  assistance  to  states  and  local 
agencies.  The  law  allocates  10  percent  of  the  program  funds  for  these  activities. 

The  total  authorization  level  for  the  program  is  $60  million. 

PROGRAM  ACCOMPLISHMENTS 

When  we  wrote  this  committee  last  year  to  request  funds  for  the  trauma  program, 
we  were  unable  to  provide  details  on  its  operation  and  accomplishments.  The  pro- 
gram was  first  signed  into  law  on  November  16,  1990 — shortly  after  fiscal  year  1991 
began — so  start-up  funding  was  not  made  available  until  fiscal  year  1992.  That 
year,  approximately  $4.5  million  was  appropriated.  This  delay  in  funding  caused  a 
corresponding  delay  in  the  official  delegation  of  authority  that  was  necessary  for 
agency  staff  to  begin  implementing  the  program. 

Nonetheless,  the  Health  Resources  and  Services  Administration  (HRSA)  has  made 
significant  progress  in  the  short  time  since  May  1992,  when  it  was  granted  author- 
ity to  manage  the  program.  Under  the  auspices  of  a  new  Division  of  Trauma  and 
Emergency  Medical  Systems  in  the  Bureau  of  Health  Resources  Development,  a 
draft  Model  Trauma  Care  Plan  has  been  developed  and  refined  through  a  consensus 
process  that  involved  a  broad  spectrum  of  individuals  and  national  organizations 
with  special  expertise  in  trauma  care  and  trauma  systems. 

Twenty-three  of  the  33  states  that  applied  for  trauma  system  development  grants 
received  money  in  September  1992.  Examples  of  some  of  the  activities  that  states 
are  financing  through  these  grants  include:  comprehensive  surveys  of  trauma  inci- 
dence, morbidity,  mortality,  patient  outcomes,  and  quality  assurance  procedures;  as- 
sessments of  trauma  care  resources;  evaluations  of  prehospital  triage  procedures; 
education  programs  for  rural  trauma  care  providers;  hearings  on  state  trauma  sys- 
tem plans;  and  community  education  and  awareness  efforts.  In  addition,  the  agency 
awarded  five  grants  among  52  competitors  for  the  rural  demonstration  projects. 

In  the  case  of  the  trauma  system  development  grants,  the  agency  is  making  an 
effort  to  assist  those  states  that  were  denied  funding  in  fiscal  year  1992  to  improve 
the  quality  of  their  applications.  Representatives  from  42  states  attended  a  grantees 
meeting  that  was  held  last  November,  so  that  all  could  share  information  on  how 
to  draft  a  successful  grant  application.  Special  attention  was  given  to  providing 
guidance  to  those  states  whose  applications  were  denied  last  year. 

In  fiscal  year  1993,  a  meeting  of  state  representatives  has  been  scheduled  to  fur- 
ther educate  them  on  the  grant  application  process.  Clearly,  the  agency  is  making 
every  effort  possible  to  build  interest  in  the  program  among  the  states  and  to  im- 
prove the  quality  of  the  trauma  systems  that  are  being  designed,  and  it  will  have 
no  difficulty  awarding  the  $4,405  million  that  was  appropriated  in  fiscal  year  1993. 
Indeed,  it  is  likely  that  many  excellent  programs  will  be  denied  grants  this  year  due 
to  insufficient  funding. 
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CONCLUSION 


For  fiscal  year  1994,  we  are  asking  the  Subcommittee  to  increase  the  funding 
level  for  this  program  to  at  least  $17  million.  This  amount  will  allow  HRSA  to  pro- 
vide each  state  with  the  minimum  allotment  of  $250,000  that  is  set  forth  in  the 
statute  for  the  trauma  systems  grants,  fund  a  number  of  rural  demonstration 
projects,  and  establish  a  national  data  collection  process. 

Thank  you  again  for  this  opportunity  to  express  the  College's  views.  We  look  for- 
ward to  working  with  you  in  the  months  ahead,  and  I  would  be  pleased  to  answer 
any  questions  that  you  may  have. 

Senator  Harkin.  Thank  you  very  much,  Dr.  Rice. 

Do  any  of  you  know  what  percentage  of  trauma  would  be  gunshot 
wounds?  Is  there  any  idea  on  that? 

Dr.  Champion.  I  can  probably  answer  that,  Senator.  In  the  Penn- 
sylvania trauma  data  base,  about  8  percent  of  those  injuries  treat- 
ed in  the  hospitals  in  Pennsylvania  are  intentional  injury.  And 
about  one-half  of  those  would  probably  be  a  penetrating  injury. 

In  the  urban  areas,  the  trauma  centers  usually  see  up  to  35  to 
40  percent  penetration  injury.  Here  in  Washington,  DC,  my  own 
trauma  center  about  1  mile  from  here,  35  percent  of  the  patients 
treated  in  our  trauma  center  are  gunshot  wounds.  In  downtown 
Los  Angeles,  it  is  even  higher  than  that,  well  over  50  percent. 

So  the  location  drives  that  to  a  great  degree. 

Senator  Harkin.  I  want  to  get  a  handle  on  that  one. 

Dr.  Champion.  There  are  30,000  deaths  a  year  from  gunshot 
wounds  in  this  country. 

Dr.  Rice.  And  the  cost  of  care  for  gunshot  wounds  is  estimated 
to  be  approximately  $10  billion  per  year. 

STATEMENT  OF  COURTNEY  TOWNSEND 

Senator  Harkin.  Dr.  Courtney  Townsend,  here  on  behalf  of  the 
University  of  Texas  Medical  Branch. 

Dr.  Townsend.  Chairman  Harkin,  I  am  Courtney  Townsend.  I 
am  the  Robertson-Poth  professor  in  the  department  of  surgery,  and 
the  interim  director  of  the  cancer  center  at  UTMB  in  Galveston.  I 
have  been  a  practicing  surgical  oncologist  for  over  20  years,  and  I 
do  research  on  gut  hormone  biochemistry  and  physiology. 

I  want  to  thank  you  for  the  opportunity  to  testify  on  the  fiscal 
year  1994  budget  for  the  National  Institutes  of  Health. 

America's  world  leadership  in  science,  medicine,  and  bio- 
technology is  due  largely  to  your  support  as  keeper  of  the  public 
trust.  And  I  think  I  speak  for  my  colleagues  in  thanking  you  for 
your  stewardship. 

I  am  here  to  represent  the  University  of  Texas  Medical  Branch 
at  Galveston.  This  institution  has  provided  medical  school  edu- 
cation and  research  for  over  100  years.  Limited  university  re- 
sources are  being  devoted  to  programs  that  will  enhance  basic  re- 
search. But  UTMB  cannot  do  this  alone.  We  need  help  from  agen- 
cies such  as  the  National  Institutes  of  Health,  and  we  ask  that  you 
support  the  NIH  with  a  minimum  appropriation  of  $11.6  billion,  as 
recommended  by  the  ad  hoc  group  for  medical  research  funding. 

I  have  two  recommendations: 

First,  maintain  the  balance  between  basic  and  clinical  research. 
UTMB  feels  strongly  that  there  should  be  balance  between  basic 
and  clinical  research.  On  the  national  level,  funding  for  the  Na- 
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tional  Institute  of  General  Medical  Sciences  must  be  maintained  in 
order  to  protect  this  delicate  balance. 

NIGMS-supported  research  broadens  our  base  of  knowledge  and 
makes  possible  many  of  the  clinical  breakthroughs  leading  to  cures 
for  disease.  It  also  supports  that  research  leading  to  economic  de- 
velopment, which  is  important  to  this  country. 

Second,  provide  stability  to  the  research  community.  We  applaud 
congressional  support  for  the  new  research  efforts  on  AIDS,  breast 
cancer,  tuberculosis,  and  other  major  diseases.  However,  existing 
programs  are  threatened  when  new  funds  are  not  appropriated  to 
cover  major  new  research  initiatives. 

As  we  have  already  heard,  NIH  funding  success  rates  for  new 
and  continuation  grants  are  estimated  to  be  only  20  percent,  which 
means  as  low  as  12  percent  at  some  Institutes.  Continuation  grants 
themselves  do  not  keep  up  with  inflation.  The  research  community 
is  concerned.  Stability  in  funding  would  go  a  long  way  toward  eas- 
ing these  concerns. 

Senator,  opportunities  have  never  been  greater.  At  the  present 
time,  the  National  Institutes  of  Health  is  in  a  position  to  make 
more  powerful  use  of  research  advances  than  at  any  other  time  in 
our  history.  But  research  progress  is  now  limited  by  the  number 
of  worthy  scientific  projects  that  can  be  funded. 

PREPARED  STATEMENT 

My  boss,  Dr.  James  Thompson,  chairman  of  the  department  of 
surgery,  often  says  that  the  medicine  of  today  is  the  result  of  re- 
search of  yesterday.  The  research  we  do  today  will  provide  the 
medicine  of  tomorrow.  If  we  do  not  continue  to  aggressively  support 
research,  the  medicine  of  tomorrow  will  only  be  that  of  today. 

Thank  you. 

Senator  Harkin.  Thank  you  very  much,  Doctor. 

[The  statement  follows:] 

Statement  of  Courtney  M.  Townsend 

Chairman  Harkin  and  Members  of  the  Subcommittee,  my  name  is  Courtney  M. 
Townsend.  I  am  the  Robertson-Poth  Professor  in  the  Department  of  Surgery  at  the 
University  of  Texas  Medical  Branch  at  Galveston  (UTMB).  I  am  also  Director  of  the 
Surgical  Research  Laboratory,  Interim  Director  of  the  UTMB  Cancer  Center,  and 
Professor  of  Physician's  Assistant  Studies  in  the  School  of  Allied  Health  Sciences. 
I  have  been  a  practicing  surgical  oncologist  for  over  20  years  and  conduct  research 
on  gut  hormone  biochemistry  and  physiology. 

Thank  you  for  this  opportunity  to  testify  on  the  fiscal  year  1994  budget  for  the 
National  Institutes  of  Health  (NIH).  America's  world  leadership  in  science,  medicine 
and  biotechnology  is  due  largely  to  your  support  as  keeper  of  the  public  trust,  and 
I  think  I  speak  tor  my  colleagues  in  thanking  you  for  your  stewardship. 

My  testimony  will  focus  on  two  recommendations.  They  are:  Maintain  a  balance 
between  basic  and  clinical  research,  and  provide  funding  stability  to  the  research 
community  with  a  minimum  appropriation  of  $11.6  Billion. 

I  am  here  to  represent  the  University  of  Texas  Medical  Branch  at  Galveston.  This 
institution  has  provided  medical  school  education  for  over  a  hundred  years  and  has 
long  been  recognized  for  its  clinical  research.  We  have  excellent  Schools  of  Nursing 
and  Allied  Health  Sciences,  as  well  as  an  Institute  of  Medical  Humanities.  Basic  re- 
search at  UTMB  has  been  historically  competitive,  but  the  University  is  currently 
mounting  a  major  effort  to  enhance  basic  research  activity.  Limited  University  re- 
sources are  being  devoted  to  programs  that  will  promote  basic  research.  Collabora- 
tions between  basic  and  clinical  researchers  are  encouraged,  and  advances  are  being 
made  toward  including  the  community,  government  and  industry  in  these  collabora- 
tions. 
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UTMB  is  out  there  "in  the  trenches"  with  an  excellent  basic  and  clinical  research 
faculty.  We  recognize  the  advantages  of  interacting  with  the  community  and  are 
making  strides  in  these  interactions.  We  understand  the  importance  of  industry  to 
the  future  of  product  development,  and  we  are  currently  involved  with  many  compa- 
nies to  promote  technology  transfer  so  that  UTMB's  discoveries  and  technological 
improvements  can  be  shared  with  the  commercial  sector  and  the  community-at-large 
for  the  benefit  of  all.  UTMB  has  tremendous  potential  for  making  major  contribu- 
tions to  the  body  of  research  knowledge,  to  medicine,  to  the  economy  and  to  the  com- 
munity. But,  UTMB  cannot  do  this  alone.  We  need  help  from  agencies  such  as  the 
National  Institutes  of  Health,  and  we  ask  that  you  support  NIH  with  a  minimum 
appropriation  of  $11.6  billion  as  recommended  by  The  Ad  Hoc  Group  for  Medical 
Research  Funding. 

My  research  is  in  gastrointestinal  cancer  and  the  role  of  gastrointestinal  hor- 
mones in  controlling  cancer  growth.  In  1974,  while  Assistant  Professor  of  Surgery, 
Division  of  Oncology  at  the  University  of  California  at  Los  Angeles  (UCLA),  1  re- 
ceived my  first  National  Institutes  of  Health  grant  award.  I  have  been  funded  con- 
sistently since  that  time  by  NIH  and  by  the  American  Cancer  Society.  Today,  I  ad- 
dress you  as  a  physician  who  is  actively  engaged  in  research,  in  patient  care  and 
in  teaching.  My  research  is  heavily  dependent  upon  NIH  funding,  and  I  am  deeply 
concerned  about  the  impact  of  inadequate  funding  on  the  research  community.  The 
challenge  to  the  community  will  be  to  meet  the  demands  of  existing  quality  pro- 
grams while  addressing  the  ever  more  pressing  demands  of  life-threatening  dis- 
eases. 

RECOMMENDATIONS 

Maintain  the  balance  between  basic  and  clinical  research. — UTMB  feels  strongly 
that  there  should  be  balance  between  basic  and  clinical  research,  and  we  are  en- 
deavoring to  promote  that  balance  within  our  own  institution.  On  the  national  level, 
funding  For  the  National  Institute  for  General  Medical  Sciences  (NIGMS)  must  be 
maintained  in  order  to  protect  this  delicate  balance.  NIGMS-supported  research 
broadens  our  base  of  knowledge  and  makes  possible  many  of  the  clinical  break- 
throughs leading  to  cures  for  diseases.  It  also  supports  that  research  leading  to  eco- 
nomic development  which  is  so  important  to  this  country. 

Provide  stability  to  the  research  community. — We  applaud  Congressional  support 
for  AIDS,  breast  cancer,  Tuberculosis,  and  other  major  diseases  threatening  our  so- 
ciety. However,  existing  programs  are  threatened  when  new  funds  are  not  appro- 
priated to  cover  these  major  research  initiatives.  Bear  in  mind  that  programs  that 
have  to  be  abandoned  are  difficult  to  start  up  again.  The  research  community  is  de- 
moralized. NIH  funding  success  rates  for  new  and  competing  grants  are  estimated 
to  be  20  percent,  which  means  as  low  as  12  percent  at  some  institutes.  Continuation 
grants  do  not  keep  up  with  inflation.  Consequently,  we  take  valuable  time  away 
from  research  to  write  more  grants  for  less  money.  We  often  act  as  our  own  clerical 
workers  because  the  choice  is  between  a  clerical  worker  and  a  graduate  student, 
technician,  or  the  purchase  of  needed  supplies,  or  equipment.  Students  watch  their 
mentors  with  concern  and  question  the  decision  to  pursue  a  career  in  research,  and 
we,  in  turn  have  difficulty  advising  them  to  do  so.  Stability  in  funding  would  go  a 
long  way  in  easing  these  concerns.  UTMB  supports  The  Ad  Hoc  Group  for  Medical 
Research  Funding  Proposal  of  $11.6  billion. 

Opportunities  have  never  been  greater. — At  the  present  time,  the  National  Insti- 
tutes of  Health  are  in  a  position  to  make  more  powerful  use  of  research  advances 
than  at  any  other  time  in  its  history.  The  potential  rewards  of  this  research,  both 
toward  enhancing  human  health  and  social  equality,  and  toward  enhancing  eco- 
nomic development  in  the  United  States  are  enormous.  Research  progress  is  now 
limited  by  the  number  of  worthy  scientific  projects  that  can  be  funded.  My  boss,  Dr. 
James  C.  Thompson,  Chairman,  Department  of  Surgery,  often  says  that  the  medi- 
cine of  today  is  the  result  of  research  of  yesterday.  The  research  we  do  today  will 
provide  the  medicine  of  tomorrow.  If  we  do  not  continue  to  aggressively  support  re- 
search, the  medicine  of  tomorrow  will  only  be  that  of  today. 

Thank  you  for  your  consideration. 

STATEMENT  OF  ALAN  NELSON 

Senator  Harkin.  And  next  is  Dr.  Nelson,  on  behalf  of  the  Amer- 
ican Society  of  Internal  Medicine. 

Dr.  Nelson.  Yes,  sir;  good  morning.  I  am  Alan  Nelson.  I  am  ex- 
ecutive vice  president  of  the  American  Society  of  Internal  Medicine. 
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In  March,  ASIM  released  this  white  paper,  "Rebuilding  Primary 
Care:  A  Blueprint  for  the  Future."  In  this  white  paper  are  44  spe- 
cific recommendations  that  we  believe  are  necessary  for  reversing 
a  trend  of  practitioners  away  from  primary  care  careers.  A  study 
recently  showed  that  less  than  20  percent  of  graduating  seniors  are 
selecting  primary  care  specialties.  As  a  matter  of  fact,  only  3.2  per- 
cent of  graduating  seniors  were  electing  to  go  or  expressing  an  in- 
tention of  going  into  general  internal  medicine  as  a  career. 

Regardless  of  which  direction  health  care  reform  takes,  adequate 
numbers  of  well  trained  primary  care  practitioners  are  going  to  be 
essential  for  it  to  work. 

In  our  proposals,  we  touch  on  a  number  of  them  that  are  within 
the  jurisdiction  of  this  subcommittee,  including  increasing  the  ex- 
posure of  resident  physicians  to  primary  care  in  ambulatory  set- 
tings, enhance  provision  of  primary  care  in  underserved  and  rural 
areas,  and  improvements  in  primary  care  research,  as  well  as 
changes  in  the  regulatory  and  reimbursement  side  of  medicine. 

We  particularly  want  to  commend  the  administration  for  increas- 
ing by  $3.2  million  the  funds  dedicated  to  predoctoral  training  pro- 
grams under  section  748  of  the  Public  Health  Service  Act.  Focusing 
on  the  kind  of  ambulatory,  longitudinal  aspects,  which  are  the 
heart  of  general  internal  medicine,  this  money  will  ensure  that 
medical  students  are  exposed  to  the  rewarding,  long-term  relation- 
ships with  patients  that  they  miss  in  the  hospital  setting. 

Since  more  awards  could  be  granted  under  title  VII  if  funding 
was  provided  at  the  full  authorization  level,  we  urge  the  sub- 
committee to  support  an  increase  for  these  programs  to  $25  million. 

We  are  also  pleased  to  see  that  the  administration's  budget  calls 
for  a  23-percent  increase  in  support  for  the  Agency  for  Health  Care 
Policy  and  Research.  And  we  endorse  the  recommended  funding 
level  of  $158  million.  We  support  the  $20  million  increase  for  the 
National  Health  Service  Corps,  and  urge  that  the  Corps  be  used  for 
minority  student  recruitment  into  primary  care. 

While  providing  physicians  with  primary  care  training  without 
incurring  excessive  debt,  and  offering  at  least  temporary  help  to 
underserved  communities,  the  Corps  has  not  been  very  effective  at 
keeping  physicians  permanently  in  underserved  areas.  Certain  as- 
pects of  the  economic  and  regulatory  environment  that  may  have 
a  disproportionately  greater  adverse  impact  on  primary  care  physi- 
cians in  rural  areas  must  also  change. 

ASIM  is  pleased  that  the  administration's  overall  request  for 
Medicare  contractors  is  $15  million  higher  than  last  year.  However, 
the  bulk  of  that  money  is  to  go  for  claims  processing,  while  bene- 
ficiary and  provider  services  are  cut.  If  carriers  lack  the  money  to 
carry  out  the  many  duties  imposed  on  them  over  the  years  by  the 
Federal  Government,  they  will  devote  less  time  and  attention  to 
ensuring  that  all  aspects  of  program  administration  function 
smoothly,  hampering  their  operations  and  causing  physicians  and 
beneficiaries  to  view  Medicare  less  favorably. 

Last  year,  you  instructed  OSHA  to  reexamine  its  regulations  on 
blood-borne  pathogens  in  light  of  the  lower  level  of  risk  of  disease 
transmittal  in  physicians  offices.  ASIM  appreciates  your  efforts  in 
this  regard,  but  asks  that  you  followup  with  the  Department  of 
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Labor  to  assure  that  they  proceed  promptly  with  this  reexamina- 
tion, and  issue  revised  regulations  accordingly. 

PREPARED  STATEMENT 

In  conclusion,  we  urge  the  subcommittee,  one,  to  increase  sup- 
port for  primary  care  research  through  AHCPR,  NIH  and  other 
Federal  research  bodies;  two,  fully  fund  title  VII  at  the  authorized 
level  of  $25  million;  three,  expand  financing  of  the  National  Health 
Service  Corps;  four,  sufficiently  fund  Medicare  contractor  oper- 
ations; and,  five,  ask  the  Department  of  Labor  to  proceed  to  reex- 
amine the  blood-borne  pathogen  regulations  as  directed  by  Con- 
gress. 

Thank  you,  sir. 

Senator  Harkin.  Thank  you  very  much,  Dr.  Nelson. 

[The  statement  follows:] 

Statement  of  Dr.  Alan  Nelson 

Mr.  Chairman  and  members  of  the  subcommittee,  my  name  is  Dr.  Alan  Nelson 
and  I  am  Executive  Vice  President  of  the  American  Society  of  Internal  Medicine. 
On  behalf  of  ASIM,  I  want  to  thank  you  for  providing  me  this  opportunity  to  share 
with  you  ASIM's  views  on  fiscal  year  1994  appropriations.  ASIM  represents  26,000 
practicing  internists  in  all  50  states,  the  District  of  Columbia  and  Puerto  Rico. 

In  a  white  paper  released  in  March  titled  Rebuilding  Primary  Care:  A  Blueprint 
for  the  Future,  ASIM  examines  the  economic,  training  and  regulatory  obstacles  that 
are  discouraging  primary  care  physicians  from  practice  and  turning  away  promising 
young  medical  students  from  the  field  of  primary  care.  In  that  paper,  we  make  44 
specific  recommendations  for  enhancing  the  attraction  of  primary  care,  many  of 
which  are  relevant  to  this  committee's  jurisdiction.  I  will  focus  my  remarks  on  three 
areas  where  this  committee  can  have  a  significant  impact  on  improving  the  primary 
care  medical  environment.  These  are  financing  practice-oriented  primary  care  re- 
search through  the  Agency  for  Health  Care  Policy  and  Research,  National  Institutes 
of  Health  and  other  federal  research  arms,  supporting  primary  care  training  pro- 
grams through  the  Public  Health  Service  and  ensuring  that  administrative  oper- 
ations of  federal  health  care  programs  do  not  create  regulatory  barriers  to  the  provi- 
sion of  primary  care. 

INCREASED  FINANCING  FOR  PRIMARY  CARE  RESEARCH 

As  recommended  in  the  third  report  of  the  Council  on  Graduate  Medical  Edu- 
cation, public  policy  must  promote  a  health  system  composed  of  a  "majority  of  gener- 
alist  physicians  trained  to  provide  quality  primary  care  and  an  appropriate  mix  of 
other  specialists  to  meet  health  care  needs."  ASIM  agrees  with  COGME's  view  and 
supports  increased  funding  for  the  National  Institutes  of  Health  and  the  Agency  for 
Health  Care  Policy  and  Research  for  research  in  primary  care,  health  services  deliv- 
ery and  patient  outcomes,  as  well  as  for  the  development  of  research  faculty  in  the 
primary  care  disciplines.  AHCPR's  primary  care  research  activities  support  a  vari- 
ety of  efforts  to  improve  clinical  decision  making  and,  as  a  result,  treatment  out- 
comes. A  health  care  system  founded  on  quality  and  measurement  of  physicians' 
performance,  as  statements  from  the  Health  Care  Reform  Task  Force  indicate  will 
be  the  case,  will  depend  heavily  on  the  data  and  studies  produced  by  this  agency. 
We  are  especially  pleased  to  see  that  the  administration's  budget  calls  for  a  23  per- 
cent increase  in  support  for  AHCPR  and  endorse  the  recommended  funding  level  of 
$158  million.  We  hope  that  this  additional  money  will  enable  the  agency  to  fund 
many  more  approved  research  proposals  than  the  10  percent  now  awarded. 

Within  the  budget  for  NIH,  ASIM  applauds  the  emphasis  given  to  development 
and  evaluation  of  new  therapies  and  potential  vaccines  to  extend  the  lives  of  pa- 
tients with  HIV  and  the  addition  of  $20  million  to  the  Women's  Health  Initiative. 
Efforts  to  improve  the  health  status  of  Americans  make  the  primary  care  physician's 
job  that  much  easier.  However,  we  hope  that  the  committee  will  examine  closely  the 
reductions  in  funding  recommended  for  several  Institutes  to  ensure  that  these  cuts 
do  not  adversely  impact  the  meritorious  work  being  conducted  on  behalf  of  other 
equally  worthy  biomedical  research  goals. 
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TRAINING  PRIMARY  CARE  PHYSICIANS 


Although  economic  and  regulatory  complaints  figure  prominently  in  many  physi- 
cians' and  medical  students'  views  of  primary  care,  problems  in  funding  and  content 
of  medical  training  also  play  a  role,  .n  its  paper,  ASIM  examines  many  of  the  rea- 
sons why  medical  students  are  turning  away  from  primary  care.  These  include  the 
hospital-based  orientation  of  most  primary  care  training  programs,  a  lack  of  positive 
role  models  and  institutional  support  for  primary  care  training  programs,  and  a  lack 
of  exposure  in  training  to  those  ambulatory  care  settings  most  often  found  in  pri- 
mary care  practice. 

In  its  budget  recommendations  for  the  Public  Health  Service,  the  administration 
has  taken  a  number  of  positive  steps  to  address  the  problems  outlined  above.  Under 
Section  748  of  the  Public  Health  Service  Act,  the  administration  proposes  an  in- 
crease of  over  $3  million  to  support  post-doctoral  and  residency  training  programs 
that,  in  its  words,  would  "focus  on  ambulatory  experiences  that  provided  longitu- 
dinal, preventive  and  comprehensive  care."  This  is  precisely  the  kind  of  "real  world" 
experience  which  ASIM  believes  will  go  far  in  demonstrating  the  appeal  of  primary 
care.  In  addition,  the  administration  wants  to  assist  medical  schools  in  "planning, 
developing  and  operating  programs  for  the  training  of  physicians  who  plan  to  teach 
in  general  internal  medicine  and  general  pediatric  training  programs."  ASIM  strong- 
ly supports  these  efforts  to  increase  Title  VII  programs  as  they  represent  the  major 
investment  of  the  federal  government  in  the  development  of  the  primary  care  infra- 
structure needed  to  support  the  future  health  care  system.  However,  this  budget 
falls  far  short  of  the  number  of  awards  that  could  be  granted  if  funding  was  pro- 
vided at  the  full  authorization  level  for  Title  VII  and  ASIM  would  thus  urge  the 
committee  to  support  an  increase  for  these  programs  to  $25  million. 

ASIM  also  supports  the  $20  million  increase  for  the  National  Health  Service  corps 
(NHSC)  to  provide  additional  means  for  primary  care  physicians  who  commit  to 
practicing  in  underserved  areas  to  be  trained  without  excessive  debt.  At  $139  mil- 
lion, this  level  of  funding  for  the  NHSC  will  support  416  scholarships  and  925  state 
and  federal  loan  agreements.  The  NHSC  should  be  used  especially  to  encourage  and 
promote  minorities  to  train  and  remain  in  primary  care.  NHSC  is  particularly  valu- 
able not  only  in  providing  physicians  with  a  means  for  training  in  primary  care 
without  incurring  excessive  debt,  but  alsc  in  providing  at  least  temporary  help  to 
underserved  communities.  The  corps  has  not  been  very  effective,  however,  in  getting 
physicians  to  locate  their  practices  permanently  in  underserved  areas.  Therefore,  it 
will  be  necessary  to  change  certain  aspects  of  the  economic  and  regulatory  environ- 
ment that  may  have  a  disproportionately  greater  adverse  impact  on  primary  care 
physicians  in  rural  areas. 

ADDRESSING  THE  REGULATORY  BURDENS  OF  FEDERAL  HEALTH  PROGRAMS 

ASIM  is  pleased  to  note  that  the  administration's  overall  request  for  Medicare 
contractors  is  $15  million  higher  than  last  year.  However,  the  bulk  of  that  money 
is  to  go  for  claims  processing  while  beneficiary  and  provider  services  are  cut  slightly. 
Previous  Medicare  contractor  budgets  have  proven  insufficient  to  enable  carriers  to 
adjudicate  appeals  of  carrier  decisions  requested  by  hospitals  and  physicians.  Al- 
though all  physicians  experience  service  problems  with  Medicare,  the  problems  are 
particularly  pronounced  for  primary  care  physicians  because  they  typically  have 
more  dealings  with  Medicare  than  other  physicians.  ASIM  recognizes  that  many  of 
these  actions  require  additional  money.  However,  money  invested  in  better  trained 
carrier  staff,  enhanced  communications  with  physicians,  and  educational  publica- 
tions and  programs  that  explain  the  Medicare  system  to  physicians  will  save  money 
in  the  long  run  as  more  claims  are  submitted  electronically,  as  the  numbers  of  inac- 
curately completed  claims  are  reduced  and  as  needless  denials  are  avoided  when 
claims  are  completed  properly.  ASIM  urges  this  committee  to  give  proper  support 
to  Medicare's  administrative  operations.  If  carriers  are  not  given  the  financial  re- 
sources to  carry  out  the  many  duties  imposed  on  them  over  the  years  by  Congress 
and  HCFA,  they  may  be  forced  to  devote  less  time  and  attention  to  ensuring  that 
all  aspects  of  program  administration  function  smoothly.  This  in  turn  will  adversely 
affect  how  the  carriers  treat  physicians'  Medicare  claims  and  respond  to  patient  in- 
quiries, causing  physicians  and  beneficiaries  to  view  Medicare  less  favorably. 

ASIM  would  like  to  thank  this  committee  for  the  language  in  the  conference  re- 
port on  the  1993  appropriations  for  the  Department  of  Labor  in  which  the  commit- 
tee instructed  the  Occupational  Safety  and  Health  Administration  to  re-examine  its 
regulations  on  bloodborne  pathogens  in  light  of  the  lower  level  of  risk  of  disease 
transmittal  in  physician  offices.  These  regulations  assumed  a  level  of  risk  in  physi- 
cians' offices  that  is  similar  to  those  encountered  in  hospitals,  although  the  risk  is 
considerably  less  in  the  physician  office  setting.  As  a  result,  the  costs  to  physicians 
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of  complying  with  these  regulations  has  been  much  higher  than  is  appropriate  or 
justified  to  protect  the  health  of  workers  in  physician  offices.  As  the  agency  has  re- 
sisted such  a  reexamination  of  this  regulation,  the  committee  should  follow  up  with 
the  Department  of  Labor  to  assure  that  they  proceed  promptly  with  this  reexamina- 
tion and  issue  revised  regulations  accordingly. 

In  conclusion,  ASIM  urges  this  committee  to:  (1)  increase  support  for  primary  care 
research  through  the  Agency  for  Health  Care  Policy  and  Research,  National  Insti- 
tutes of  Health  and  other  federal  research  bodies,  (2)  increase  investment  in  pri- 
mary care  training  by  fully  funding  Title  VII  at  a  level  of  $25  million,  (3)  expand 
financing  of  the  National  Health  Service  Corps  to  enable  the  Corps  to  serve  more 
health  workforce  shortage  areas,  (4)  provide  sufficient  funding  of  Medicare  contrac- 
tor operations  to  ensure  not  only  efficient  claims  processing  but  timely  and  fair  ap- 
peals procedures  and  adequate  provider  and  beneficiary  services,  and  (5)  ask  the 
Department  of  Labor  to  proceed  to  reexamine  the  bloodborne  pathogens  regulations 
as  directed  by  Congress. 

Thank  you,  Mr.  Chairman  and  members  of  the  committee.  I  would  be  happy  to 
respond  to  any  questions  you  may  have. 

STATEMENT  OF  JAY  GILLENWATER 

Senator  Harkin.  Next  would  be  Jay  Gillenwater,  representing 
the  Society  of  University  Urologists. 

Dr.  Gillenwater.  Senator  Harkin,  I  am  Jay  Gillenwater,  presi- 
dent of  the  American  Foundation  of  Urologic  Disease,  a  member  of 
the  Society  of  University  Urologists.  I  am  chairman  of  the  depart- 
ment of  urology  at  the  University  of  Virginia,  in  Charlottesville, 
VA. 

I  am  pleased  to  be  here  to  present  our  recommendations  for  the 
fiscal  year  1994  funding  for  urologic  research  at  the  NIH.  I  also 
speak  for  the  American  Urologic  Society,  the  American  Association 
of  Clinical  Urologists,  the  Society  for  Basic  Urologic  Research,  and 
the  Society  of  Urologic  Oncology. 

I  want  to  thank  this  subcommittee  for  its  past  support  of  urologic 
research  at  the  NCI  and  at  the  National  Institute  of  Diabetes,  Di- 
gestive and  Kidney  Diseases.  You  have  recognized  the  need  to 
greatly  expand  this  Nation's  effort  to  combat  prostate  cancer,  and 
we  certainly  appreciate  what  you  are  doing  to  bolster  this  research. 

On  a  daily  basis,  we  see  the  practical  benefits  of  NIH-funded  re- 
search. For  example,  the  NIH  funds  supported  the  development  of 
the  prostate  specific  antigen  test  for  early  detection  of  prostate  can- 
cer. This  test  has  enabled  a  urologist  to  detect  prostate  cancer  in 
its  earliest  stages,  when  it  is  most  curable. 

On  the  other  hand,  physicians  also  see  patients  every  day  whose 
diseases  still  defy  medical  science.  The  lack  of  effective  tools  to 
treat  such  painful  conditions  as  interstitial  cystitis  is  a  frustration 
to  our  patients  and  to  the  urologists.  We  continue  to  need  strong 
biomedical  research  at  the  NIH  in  urology. 

We  need  to  continue  our  work  on  prostate  cancer,  which  is  now 
the  leading  diagnosed  cancer  among  men,  and  the  second  leading 
cause  of  cancer  deaths  among  males  in  this  country.  Prostate  can- 
cer is  particularly  acute  among  African-American  men.  Clinicians 
need  the  knowledge  that  good  research  into  this  problem  could  gen- 
erate. 

The  work  that  is  beginning  at  the  Centers  for  Disease  Control 
and  Prevention  to  increase  the  levels  of  awareness  among  a  high 
risk  population  about  the  need  for  early  detection  would  be  very 
helpful.  One  of  the  country's  largest  research  centers  on  prostate 
cancer  is  in  Iowa,  directed  by  Dr.  Richard  Williams. 
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As  a  urologist,  one  of  the  most  common  diseases  we  see  among 
men  is  the  benign  prostatic  hypertrophy.  While  seldom  life  threat- 
ening, this  disease  causes  acute  discomfort  in  older  men,  and  sur- 
gery is  the  most  commonly  accepted  treatment.  Additional  research 
into  the  basic  science  of  the  prostate  could  help  us  better  under- 
stand the  disease  and  to  devise  nonsurgical  intervention.  The  pros- 
tate enlargement  is  caused  by  an  unknown  substance  or  chemical 
that  comes  from  the  testicle.  Research  should  be  able  to  identify 
this  compound. 

The  whole  area  of  women's  urologic  problems  has  yet  to  be  ade- 
quately addressed  by  the  research  community.  I  know  you  have 
acted  on  the  problems  caused  to  sufferers  of  interstitial  cystitis,  one 
of  the  most  frustrating  diseases  to  the  urologist  and  to  the  female 
urologic  patient.  Yet  there  are  other  areas,  such  as  urinary  inconti- 
nence and  urinary  tract  infections,  which  affect  far  greater  num- 
bers of  women,  but  little  attention  is  being  paid  to  them  by  bio- 
medical research. 

We  believe  that  a  focused  research  effort  on  basic  bladder 
science,  particularly  as  it  affects  women  would  be  extremely  help- 
ful. 

PREPARED  STATEMENT 

Mr.  Chairman,  the  President's  budget  for  the  NIH  is  not  ade- 
quate. All  the  organizations  I  represent  today  urge  you  to  move  be- 
yond the  President's  recommendations.  Urologic  diseases,  including 
prostate  cancer  and  the  array  of  women's  urologic  conditions,  affect 
millions  of  men  and  women  in  this  country  at  a  great  medical  ex- 
pense. Research  into  the  field  of  urology  is  extremely  limited.  We 
believe  that  a  relatively  modest  increase  in  this  investment  could 
pay  huge  dividends  in  terms  of  ultimate  reduction  of  human  suffer- 
ing and  medical  expense. 

I  would  be  happy  to  answer  any  questions  that  you  may  have, 
and  I  appreciate  the  opportunity  of  testifying. 

[The  statement  follows:] 

Statement  of  Jay  Y.  Gillenwater 

Mr.  Chairman  and  Members  of  the  Subcommittee,  I  am  Jay  Y.  Gillenwater,  M.D., 
Chairman  of  the  Department  of  Urology  at  the  University  of  Virginia.  I  am  speaking 
on  behalf  of  the  Society  of  University  Urologists,  and  I  am  also  representing  the 
American  Urological  Association,  the  American  Foundation  for  Urologic  Disease  of 
which  I  am  President,  the  American  Association  of  Clinical  Urologists,  the  Society 
for  Basic  Urologic  Research  and  the  Society  of  Urologic  Oncology.  Today  I  am  pre- 
senting their  recommendations  for  fiscal  year  1994  funding  for  urology  research  at 
the  National  Institutes  of  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK)  and 
the  National  Cancer  Institute  (NCI).  We  are  also  recommending  funds  for  the  Cen- 
ters for  Disease  Control  and  Prevention  (CDC)  to  expand  their  prostate  cancer  pre- 
vention program. 

For  fiscal  year  1994,  these  organizations  jointly  support  the  full  funding  of  the 
authorization  contained  in  S.l  for  prostate  cancer  research  at  NCI  of  $72,000,000, 
to  be  added  to  the  current  spending  plans  for  fiscal  year  1994  for  this  disease.  Five 
million  dollars  should  be  provided  to  CDC  for  prostate  cancer  outreach.  NIDDK 
should  receive  additional  funds  of  approximately  $20  million  to  expand  the  urology 
basic  science  program  across  the  board. 

Mr.  Chairman,  let  me  thank  you  and  the  members  of  this  Subcommittee  for  your 
past  support  for  urology  research  at  NIDDK  and  NCI.  I  particularly  want  to  ac- 
knowledge your  recognition  of  the  need  to  expand  the  nation's  effort  to  combat  pros- 
tate cancer. 
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This  nation  needs  to  build  its  biomedical  research  base  if  we  are  to  continue  to 
improve  the  health  of  our  citizens.  This  must  be  a  commitment  to  the  future,  just 
as  health  care  reform  is  a  commitment  to  the  future.  However,  we  are  faced  with 
an  NIH  budget  proposal  from  this  Administration  that  begins  to  dismantle  our  bio- 
medical research  infrastructure.  Under  the  President's  proposal,  research  grants 
will  decline  and  NIH  staff  will  be  reduced.  This  Subcommittee  must  go  beyond  the 
President's  recommendations  and  encourage  growth,  not  retrenchment. 

We  need  to  improve  our  ability  to  detect  and  treat  prostate  cancer.  We  ask  the 
Subcommittee  to  build  on  the  three-part  effort  now  underway  at  NIH  and  CDC  and 
to  take  advantage  of  new  opportunities  that  have  come  about  because  of  your  pre- 
vious support  for  biomedical  research. 

First,  we  need  to  maintain  and  strengthen  the  initiatives  on  prostate  cancer  re- 
search at  NCI.  The  full  array  of  NCI  programs  must  be  supported,  including  centers 
of  excellence,  clinical  trials,  individual  research  grants,  and  research  training  sup- 
port. We  support  the  $72  million  additional  authorization  for  prostate  cancer  re- 
search at  NCI  as  proposed  in  S.l,  to  be  added  to  the  current  spending  plans  for  this 
disease. 

The  second  part  of  the  effort  is  to  increase  our  understanding  of  the  basic  science 
of  the  prostate.  This  is  a  function  of  the  urology  program  at  NIDDK.  We  recommend 
that  research  in  basic  science  of  the  prostate  at  NIDDK  be  granted  an  additional 
$5  million. 

Prostate  cancer  disproportionately  strikes  African-American  men,  and  it  is  imper- 
ative that  we  conduct  prevention  and  outreach  programs  in  the  community  to  as- 
sure early  intervention  and  treatment.  CDC  is  the  logical  place  for  that  effort  and 
in  response  to  last  year's  Congressional  directive  has  started  such  a  program.  We 
recommend  that  CDC  be  given  $5  million  in  fiscal  year  1994  to  expand  the  prostate 
cancer  intervention  program.  This  community  outreach  could  be  especially  helpful 
in  targeting  screening,  diagnosis,  and  treatment  to  the  highest  risk  populations. 
CDC's  authority  should  be  expanded  to  allow  it  to  work  with  a  variety  of  public  and 
private  organizations,  not  just  the  states. 

In  order  to  deal  effectively  with  other  urologic  diseases,  we  recommend  that  the 
following  steps  be  taken  to  expand  the  urology  program  at  NIDDK. 

One,  we  urge  the  creation  of  five  new  centers  for  excellence  at  the  urology  pro- 
gram at  NIDDK  with  recommended  support  of  $3  million.  One  center  should  be  de- 
voted to  basic  research  in  benign  prostatic  disorders,  including  benign  prostatic  hy- 
pertrophy and  prostatitis.  One  should  focus  on  women's  urological  disorders.  One 
center  would  be  devoted  to  examining  the  complications  of  diabetes  mellitus  that  are 
urologic  in  origin.  One  center  should  focus  on  basic  research  in  the  causes  and  man- 
agement of  urinary  stone  disease.  Finally,  one  center  should  be  devoted  to  pediatric 
urologic  disorders.  Centers  provide  the  opportunity  to  focus  multiple  disciplines  on 
health  care  problems  and  achieve  solutions  more  quickly.  The  existing  O'Brien  re- 
search centers  have  been  very  productive. 

Two,  there  is  a  particular  need  to  increase  research  into  urologic  disorders  in 
women.  This  work  needs  to  focus  on  bladder  abnormalities,  such  as  interstitial  cysti- 
tis, as  well  as  urinary  incontinence  and  urinary  tract  infections.  We  recommend  the 
addition  of  $2.3  million  for  women's  urology  research  into  urinary  incontinence  and 
urinary  tract  infections.  We  endorse  the  recommendations  submitted  by  the  Intersti- 
tial Cystitis  Association  to  expand  research  into  this  devastating  bladder  disease  by 
adding  $4  million  to  the  current  effort. 

Interstitial  cystitis  is  a  chronic  inflammatory  condition.  Its  cause  is  unknown  and 
at  present,  there  is  no  uniformly  reliable  treatment.  The  symptoms,  which  can  be 
severe  and  unrelenting,  include  urgency  and  frequency  of  urination — up  to  60  or 
more  times  in  24  hours  and  severe  pain  in  the  bladder.  It  is  a  disease  which  affects 
mostly  women. 

An  epidemiological  study  sponsored  by  the  Urban  Institute  found  that  an  esti- 
mated 450,000  people  in  the  U.S.  may  suffer  from  IC  and  that  the  economic  impact 
of  the  disease  may  be  as  high  as  $1.7  billion  per  annum.  The  study  revealed  that 
IC  victims  have  thoughts  of  suicide  3  to  4  times  as  often  as  the  general  population. 
The  medium  age  of  onset  is  40  years  of  age  with  35  percent  under  the  age  of  30. 
There  is  no  cure  for  interstitial  cystiti  and  one  quarter  of  IC  patients  receive  no  re- 
lief from  any  individual  treatment. 

Three,  this  Subcommittee  has,  in  the  past,  generously  funded  the  creation  of  a 
kidney  disease  data  base.  There  is  a  similar  need  for  a  data  base  in  urology.  We 
recommend  the  creation  of  a  prostate  disease  data  base,  with  initial  funding  of 
$500,000  for  a  year  long  pilot  project.  If  NIDDK  determines  that  a  full  data  base 
is  feasible,  then  a  comprehensive  data  base  of  urologic  diseases  would  be  developed. 

Four,  training  of  future  generations  of  research  scientists  is  particularly  impor- 
tant if  we  are  to  make  headway  in  finding  better  ways  to  detect  and  treat  these 
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diseases.  The  American  Foundation  for  Urologic  Disease  supports  scholars  inter- 
ested in  a  research  career  in  urology.  We  want  to  work  jointly  with  NIH  to  expand 
this  effort.  We  urge  support  for  $2  million  in  new  funds  for  training  grants  in  urol- 
ogy with  particular  emphasis  on  pediatric  urology. 

Five,  finally,  we  recommend  that  $2  million  be  given  to  NIDDK  to  look  at  the 
management  of  kidney  stone  disease,  including  the  benefits  and  potential  risks  of 
current  treatment  modalities.  We  need  to  better  understand  what  we  are  doing 
today  and  what  it  might  mean  for  our  patients  tomorrow. 

Mr.  Chairman,  this  is  a  long  list  of  requests  for  funding  in  urology  research,  over 
$15.8  million  in  new  programs  at  NIDDK  alone,  but  I  hope  it  emphasizes  for  the 
Subcommittee  the  great  need  that  must  be  met  and  which  the  President's  budget 
ignores.  Urologic  diseases  have  a  broad  impact  on  millions  of  American  men  and 
women.  Much  suffering  and  expense  (approximately  $8  billion  each  year)  could  be 
relieved  by  modestly  increasing  our  investment  in  biomedical  research  in  these 
fields  today. 

Mr.  Chairman,  I  appreciate  the  opportunity  to  testify  before  this  Subcommittee 
and  would  be  pleased  to  respond  to  any  questions  you  may  have. 

Senator  Harkin.  Dr.  Gillenwater,  thank  you  very  much  for  your 
testimony  and  for  being  here. 

To  all  of  you  who  are  here,  I  must  say  that  I  share  your  alarm 
and  disappointment  in  the  budget  that  was  proposed  to  us  for  NIH. 
I  have  been  chairman  of  this  subcommittee  since  1989.  I  have  been 
on  this  committee  since  1985.  And  this  is  the  first  time  since  I  have 
been  on  this  committee  that  the  administration  has  proposed  cut- 
ting funds  for  NIH. 

We  have  had  little  increases  in  the  past  or  have  held  the  line, 
and  we  have  been  able  to  boost  those  up  between  this  subcommit- 
tee and  our  counterpart  on  the  House  side.  Under  the  budget  pro- 
posed to  us  this  year,  nine  Institutes  will  get  less  than  what  they 
got  last  year,  and  NIDDK  is  one  of  them.  I  think  it  is  down  $3.5 
million  less  than  last  year. 

If  I  am  not  mistaken,  I  think  we  are  about  $150  million  short 
in  these  Institutes  in  just  getting  back  up  to  where  we  would  just 
have  level  funding.  I  think  that  is  about  right.  I  am  pretty  close. 
So  we  need  the  help — we  need  your  help  greatly  in  spreading  the 
word  around  to  the  research  universities,  through  the  organiza- 
tions that  you  represent. 

Again,  I  hope  I  am  not  in  the  position  of  just  being  a  Member 
of  the  Senate  representing  a  special  interest  and  wanting  to  get 
funding  up  for  this  thing  that  I  happen  to  have  jurisdiction  over. 
I  mean  we  see  it  all  the  time,  and  I  understand  how  that  works. 
People  tend  to  be  protective  or  supportive  of  those  areas  over  which 
they  have  jurisdiction. 

I  hope  I  am  not  just  looked  upon  that  way  by  members  of  the 
press  and  outside  observers.  This  far  transcends,  I  think,  any  inter- 
est that  might  accrue  to  my  State  or  to  me  personally  or  to  anyone 
else  like  that.  I  see  this  in  a  far  broader  context. 

If  we  cut  back  on  the  kind  of  research  we  are  talking  about,  I 
do  not  care  what  kind  of  health  care  reform  bill  this  administration 
comes  up  with,  they  can  jiggle  around  with  cost  controls  and  deliv- 
ery systems  and  they  can  have  managed  competition  or  managed 
care  or  single  payer,  I  do  not  care  what  blend  they  get  in  all  of  this, 
and  they  might  even  have  a  good  package  of  preventative  care,  and 
I  think  they  are.  I  have  been  pushing  that  for  a  long  time  and  I 
think  in  the  basic  package  they  are  going  to  have  a  good  package 
of  preventative  care  without  copayments — all  good  stuff — but  if  we 
back  off  on  our  research  emphasis  that  we  have  had,  then  I  do  not 
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think  that  we  are  going  to  have  the  savings  in  the  out  years  that 
people  are  thinking  about. 

Oh,  you  will  cut  a  little  bit  on  costs  here  and  streamline  this,  get 
rid  of  some  paperwork,  all  of  which  we  should  do,  but  the  bugs,  the 
viruses,  the  traumas,  the  increased  incidence  of  heart  disease  and 
cancer,  AIDS,  the  genetic  disorders  that  plague  us,  all  of  these  will 
multiply  if  for  no  other  reason  than  that  medical  technology  now 
keeps  people  alive. 

You  used  to  die  in  the  past.  These  low  birthweight  babies  would 
die.  If  people  got  in  accidents,  they  would  die.  If  people  had  a  ge- 
netic disorder,  their  lives  would  be  much  shorter  than  what  they 
are  right  now.  Look  at  Alzheimer's.  Look  how  it  is  just  burgeoning 
because  people  are  living  longer.  They  are  living  older  and  they  are 
living  longer. 

So  unless  we  really  focus  on  investment,  as  this  one  person  said 
earlier,  like  a  banker  lending  money,  investing  in  medical  research 
is  a  good  investment.  You  are  going  to  get  a  payback.  Everybody 
knows  this. 

So  I  hope  that  you  can  help  us  in  getting  to  the  administration 
and  to  OMB.  Let  them  know  that  this  is  the  least  that  we  ex- 
pected. We  never  expected  this.  I  mean,  if  we  got  decent  increases 
under  Reagan  and  Bush,  I  would  have  expected  at  least  a  decent 
increase  under  this  President. 

So,  somehow,  something  is  not  getting  through  down  at  OMB.  I 
think  perhaps  they  have  become  so  focused  on  cost  controls  and 
changing  the  delivery  system  that  they  forget  about  what  could  be 
the  biggest  impact  on  the  cost  of  health  care  in  the  next  10  to  20 
years — and  that  is  biomedical  research — the  biggest  single  impact 
on  the  cost  of  health  care.  Whether  it  goes  up  or  whether  it  comes 
down,  biomedical  research. 

So  you  are  here  asking  for  us  to  increase  these  funds.  Believe 
me,  I  would  like  to.  Seventy-nine  percent  of  every  research  grant 
that  has  been  through  the  peer  review  process  at  NIH  is  not  fund- 
ed. One  out  of  five  is  not.  And  that  is  woefully  inadequate.  So  we 
need  some  mechanism,  some  way  of  getting  the  people  to  under- 
stand. 

You  know,  if  you  are  talking  about  investment  in  the  future,  you 
cannot  find  a  better  investment  than  this  right  here.  And  yet  we 
lope  along  year  after  year  with  NIH,  getting,  if  anything,  a  cost- 
of-living  increase,  or  this  year  actually  having  reductions  made  in 
nine  of  the  Institutes. 

So  I  make  a  special  plea  to  all  of  you  to  redouble  your  efforts 
through  your  organizations.  And  I  guess  I  say  to  others  who  are 
here,  to  redouble  your  efforts  in  getting  through  to  your  members 
and  your  organizations  to  help  us  put  the — I  do  not  want  to  say 
pressure — but  to  get  the  information  to  those  people  in  OMB  and 
the  administration  so  that  they  understand  the  shortsightedness  of 
this  kind  of  budget. 

I  appreciate  all  of  you  being  here,  and  for  your  testimony,  and 
ask  you  to  help  us  out  as  much  as  possible. 

Thank  you  very  much. 
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SUBCOMMITTEE  RECESS 


The  subcommittee  will  stand  in  recess  to  reconvene  at  9:30  a.m., 
Friday,  April  30,  when  we  will  meet  in  SD-192  to  continue  our 
public  witness  hearings  on  the  administration's  fiscal  year  1993 
budget  request. 

[Whereupon,  at  12:55  p.m.,  Wednesday,  April  28,  the  subcommit- 
tee was  recessed,  to  reconvene  at  9:30  a.m.,  Friday,  April  30.] 


DEPARTMENTS  OF  LABOR,  HEALTH  AND 
HUMAN  SERVICES,  AND  EDUCATION,  AND 
RELATED  AGENCIES  APPROPRIATIONS  FOR 
FISCAL  YEAR  1994 


FRIDAY,  APRIL  30,  1993 

U.S.  Senate, 
Subcommittee  of  the  Committee  on  Appropriations, 

Washington,  DC. 

The  subcommittee  met  at  9:32  a.m.,  in  room  SD-192,  Dirksen 
Senate  Office  Building,  Hon.  Patty  Murray  presiding. 
Present:  Senator  Murray. 

NONDEPARTMENTAL  WITNESSES 

OPENING  REMARKS  OF  SENATOR  PATTY  MURRAY 

Senator  Murray.  Good  morning.  Welcome  to  the  Senate  Commit- 
tee on  Appropriations'  public  witness  hearings  for  the  Subcommit- 
tee on  Labor,  Health  and  Human  Services,  and  Education,  and  Re- 
lated Agencies. 

Today  is  the  subcommittee's  third  day  to  hear  testimony  from  ap- 
proximately 150  congressional  and  public  witnesses.  The  committee 
has  received  requests  from  311  individuals  and  public  organiza- 
tions to  testify  before  the  subcommittee  this  year.  Because  of  the 
limitations  of  time,  we  were  only  able  to  schedule  150  individuals 
and  organizations  who  wrote  to  us.  I  regret  that  we  cannot  hear 
everyone,  but  the  committee  has  made  it  known  to  those  who  did 
not  make  the  cutoff  that  we  would  be  pleased  to  publish  their 
statements  in  the  hearing  record. 

Today  we  will  hear  testimony  on  a  wide  range  of  subjects,  includ- 
ing programs  for  children,  mental  health,  nursing,  and  the  Na- 
tional Institutes  of  Health.  We  will  be  hearing  from  a  number  of 
important  organizations  representing  those  programs.  I  look  for- 
ward to  the  advice  of  each  one  of  you  in  making  the  many  difficult 
decisions  that  face  us  during  this  year's  appropriations  cycle. 

As  a  brief  introduction  to  some  of  the  budgetary  problems  this 
subcommittee  will  be  facing  this  year,  let  me  go  over  some  of  the 
numbers.  The  President's  budget  released  this  month  provides  for 
an  $8.9  billion  increase  in  investment  and  noninvestment  programs 
in  the  Labor,  Health  and  Human  Services,  and  Education  appro- 
priations bill  from  the  fiscal  year  1993  level  of  $62.2  billion  to  $71.1 
billion.  By  way  of  comparison,  last  year  this  subcommittee's  alloca- 
tion over  fiscal  year  1992  increased  by  only  $1.7  billion. 
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So,  if  we  fail  to  get  the  necessary  allocation,  our  chairman  and 
the  subcommittee  members  will  be  forced  to  make  some  very  tough 
choices.  I  hope  the  testimony  that  will  be  presented  to  this  sub- 
committee today  and  over  the  next  2  weeks  will  help  us  in  making 
some  of  those  decisions. 

In  order  to  keep  on  schedule  today,  we  will  use  the  red  light/ 
green  light  system  which  will  give  each  witness  3  minutes  to  sum- 
marize the  key  points  of  their  statement.  I  would  request  that  each 
witness  please  attempt  to  complete  the  statement  when  the  3 
minute  red  light  goes  on.  At  the  end  of  2  minutes,  there  will  be  a 
yellow  warning  light.  Thank  you  for  cooperating  with  this  timing 
system  which  will  give  us  time  to  ask  a  few  questions  and  ensure 
that  everyone  has  a  fair  and  equal  chance  to  address  this  sub- 
committee. 

Also  in  the  interest  of  time,  I  will  request  that  several  witnesses 
come  to  the  table  at  the  same  time. 

STATEMENT  OF  NANCY  DOMENICI,  MENTAL  HEALTH  LIAISON  GROUP 
ACCOMPANIED  BY  ANN  SIMPSON 

Senator  Murray.  I  am  particularly  pleased  today  to  welcome  to 
this  committee  Nancy  Domenici  and  Ann  Simpson  who  will  be 
speaking  on  behalf  of  the  Mental  Health  Liaison  Group.  These  wit- 
nesses have  much  to  contribute  to  the  debates  over  priorities  in  our 
bill,  and  I  will  pay  particular  attention  to  their  advice,  along  with 
that  of  the  other  witnesses  today  as  we  craft  the  appropriations  bill 
for  1994. 

For  our  first  panel,  I  would  like  to  call  to  the  table  Nancy  Do- 
menici, Ann  Simpson,  David  Mrazek,  Penny  Peterson,  and  David 
Johnson.  We  will  begin  with  our  first  witness,  Nancy  Domenici. 
Welcome  to  our  subcommittee.  Please  proceed. 

Ms.  Domenici.  Good  morning,  Senator  Murray.  I  am  really 
pleased  that  you  are  here  this  morning  and  all  the  other  staff  peo- 
ple that  are  attending. 

My  name  is  Nancy  Domenici  and  I  am  here  today  with  Ann 
Simpson  on  behalf  of  the  Mental  Health  Liaison  Group,  represent- 
ing over  50  groups,  including  the  consumer  and  citizen  advocacy  or- 
ganizations, professional  research,  voluntary,  and  national  provid- 
ers. 

We  know  you  do  have  limited  funds  and  have  to  decide  and  make 
hard  decisions  how  to  put  that  money  in  the  priorities,  but  there 
are  over  40  million  Americans  suffering  from  mental  or  addictive 
disorders  and  so  many  other  children  that  are  also  affected. 

Stigma  is  a  terrible  part  of  mental  illness,  and  if  you  get  a 
chance  to  read  the  latest  Newsweek  article  talking  about  a  Har- 
vard law  graduate  who  has  severe  illness  speaking  about  her  prob- 
lems, it  is  most  informative. 

But  she  is  doing  well  now  because  of  research,  but  there  are 
many  other  millions  of  Americans  that  are  not  as  lucky  as  Ms.  Col- 
lins, because  we  need  improved  insurance  coverage  for  mental 
health,  as  well  as  all  those  new  developments  of  treatment,  diag- 
nostic measures,  and  other  research.  Last  year  Congress  was  man- 
dated to  have  a  vigorous  role  in  the  leadership  of  mental  health 
services  and  delivery  and  the  processing  of  information  under  the 
ADAMHA  reorganization. 
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The  executive  budget  is  disappointing  on  the  funding,  particu- 
larly with  some  decreases  in  these  areas,  but  your  committee  in  the 
last  several  years — and  I  have  to  commend  the  hard  work  that  you 
have  done  to  allocate  these  funds — has  made  increases  in  the  areas 
of  mental  health,  mental  illness,  and  addictive  disorders.  We  are 
depending  upon  you  this  year  to  equalize  these  high  needs  also.  We 
need  more  research  money  and  we  need  money  also  to  fund  re- 
search delivery. 

Senator  Kennedy  said  placing  NIMH  under  the  umbrella  of  NIH 
that  oversees  research  into  cancer  is  a  timely  pledge  by  Congress 
to  bring  the  same  degree  of  Federal  commitment  to  mental  ill- 
nesses as  we  bring  to  other  major  illnesses. 

Some  of  the  facts  and  figures  are  in  my  testimony,  which  I  will 
hand  to  you,  but  most  importantly  today  we  need  the  stigma  of  se- 
vere mental  illnesses  and  other  disorders  to  be  reduced.  For  people 
that  have  or  have  dealt  personally  with  these  severe  diseases,  it  is 
one  of  the  most  effective  ways  of  all  us  realizing  these  are  true  dis- 
orders not  caused  by  any  choice  in  people's  living. 

PREPARED  STATEMENT 

We  also  need  people  to  publicly  ask  for  more  funding  and  today 
I  am  so  honored  that  we  have  Ann  Simpson  who  has  recently  been 
involved  in  a  personal  way  with  the  tragedies  of  mental  illness  to 
speak  in  a  strong,  forceful  way.  Thank  you,  Ann. 

[The  statement  follows:] 

Statement  of  Nancy  Domenici 

Mr.  Chairman,  my  name  is  Nancy  Domenici,  and  I  am  here  to  testify  today  on 
behalf  of  the  Mental  Health  Liaison  Group,  an  organization  representing  over  fifty 
national  provider,  professional,  research,  voluntary  health,  consumer,  and  citizen 
advocacy  organizations  concerned  about  mental  health,  mental  illness,  and  sub- 
stance abuse. 

Mr.  Chairman  and  Members  of  the  Committee,  let  me  state  at  the  outset  that  I 
understand  the  difficult  decisions  that  lie  ahead  of  you  in  the  months  to  come;  I 
know  that  our  country  faces  a  deficit  this  year  of  $302  billion;  I  know  that  our  debt 
is  projected  to  reach  $4  trillion  by  1996;  and  I  know  that  you  have  a  limited  amount 
of  funds  available  to  parcel  out  among  some  very  worthy  programs;  but  I  also  know 
something  else.  I  know  that  nearly  40  million  American  adults  suffer  from  mental 
or  addictive  disorders,  and  some  12  million  American  children  suffer  from  mental 
disorders  such  as  depression,  autism,  and  learning  disabilities.  You  will  be  forced 
to  make  some  tough  choices — and  I  am  here  today  to  help  you  set  your  priorities. 

Mental  illness  knows  no  income,  race,  gender,  religious,  ethnic  or  other  boundary. 
We  know  the  stories  of  celebrities  like  Mike  Wallace  and  Pattie  Duke  who  have 
shared  their  experiences  in  efforts  to  help  educate  the  public  and  counter  the  stig- 
mas attached  to  mental  illness.  Only  last  year,  Rod  Steiger,  a  well-known  Academy 
Award  Winner,  told  your  colleagues  on  the  Labor  and  Human  Resources  Committee 
of  his  life  long  battle  with  depression.  Mr.  Steiger  acknowledged  that  if  he  were  a 
younger  man,  just  beginning  his  career  in  the  fishbowl  of  Hollywood,  he  would  give 
serious  consideration  Defore  discussing  in  public  his  fight  with  mental  illness.  Even 
with  all  of  our  scientific  advances,  Mr.  Steiger's  comments  reflect  a  real  fear  that 
the  stigma  still  exists. 

In  fact,  last  week's  issue  of  Newsweek  magazine  included  a  story  in  the  "My 
Turn"  section  written  by  an  attorney  living  with  manic  depressive  illness  and  alco- 
holism. Let  me  share  with  you  some  of  what  attorney  Theresa  Collier  of  Denver, 
Colorado  has  written  in  her  article. 

Ms.  Collier  says  that  when  she  tells  people.  "I'm  mentally  ill,"  most  of  them  are 
"shocked  to  hear  those  words,"  especially  coming  from  the  likes  of  a  Harvard  Law 
School  graduate  who  has  practiced  law  for  more  than  10  years.  Ms.  Collier  notes 
that,  "On  the  outside,  I  am  a  successful  person.  Yet,  like  my  brothers  and  sisters 
on  the  street,  I  am  'mentally  ill'." 


176 

Describing  what  it's  like  to  live  with  mental  illness,  Ms.  Collier  says,  "I  have  a 
mind  that  does  not  function  like  those  of  my  peers.  I  have  severe  mood  swings.  Most 
of  the  time,  those  swings  take  me  to  a  land  of  dark  nothingness  and  fatigue.  Other 
times,  I  have  bursts  of  energy  that  enable  me  to  outwork  all  of  my  col- 
leagues. *  *  *  Finally,  it  means  being  sick  of  the  rollercoaster  ride  that  death  feels 
like  the  only  option." 

Ms.  Collier's  ability  to  lead  a  productive  life  practicing  law  is  possible  due  to  the 
research  on  mental  illness  that  this  government  has  supported  over  time.  Millions 
of  other  Americans  are  not  as  lucky  as  Ms.  Collier  and  are  waiting  for  both  im- 
proved insurance  coverage  of  mental  health  care  as  well  as  the  development  of  new 
treatments,  diagnostic  measures,  preventions  and  possible  cures. 

Last  year,  the  mental  health  and  addictive  disorder  research  and  services  func- 
tions of  the  federal  government  were  separated  as  part  of  the  ADAMHA  Reorganiza- 
tion Act  (Public  Law  102-321).  The  services  programs  of  the  NIMH  were  moved  to 
the  new  Substance  Abuse  and  Mental  Health  Services  Administration  (SAMSHA) 
under  the  rubric  of  the  Center  for  Mental  Health  Services.  In  reorganizing 
ADAMHA  (the  Alcohol,  Drug  Abuse  and  Mental  Health  Administration),  Congress 
mandated  a  vigorous  federal  leadership  role  in  mental  health  services  delivery  and 
policy  development.  Congress  must  not  unravel  its  commitment  to  mental  health 
and  addictive  disorder  research  and  services  programs  of  the  federal  government. 

The  Presidents  fiscal  year  1994  budget  proposal  level  finds  the  mental  health  pro- 
grams under  SAMHSA  at  the  fiscal  year  1993  level,  and  provides  a  diminutive  in- 
crease of  .7  percent  at  the  National  Institute  on  Drug  Abuse  (NIDA)  and  cuts  the 
National  Institute  on  Alcohol  Abuse  and  Alcoholism  (NIAAA)  by  1.6  percent  and  the 
National  Institutes  of  Mental  Health  (NIMH)  by  1.2  percent.  This  situation  is  dis- 
appointing. In  fact,  it  threatens  our  nations  continued  commitment  for  advancing 
mental  illness  research  and  improving  service  delivery. 

While  the  "health  care  reform"  train  readies  to  leave  the  station,  research  must 
not  become  side  tracked  or  left  behind.  Without  research  funding  investments,  costs 
are  still  on  board.  Below  are  the  MHLG's  NIH  appropriation  recommendations: 


[Dollars  in  millions] 

Fiscal  year — 

Percent 
change 

MHLG  fiscal 

Appropriation.        President's 
1993           1994  proposal 

year  1994  pro- 
posal 

NIMH  

NIDA 

NIAAA  

$583.1             $576.0 

404.2              407.1 

176.4               173.6 

-1.2 
.7 

-1.6 

$734.6 
505.1 
212.5 

Let  me  outline  for  you  just  some  of  the  missed  opportunities,  projects  that  will 
not  be  funded,  under  the  President's  budget: 

The  NIMH  National  Plans,  National  Plan  for  Schizophrenia  Research,  National 
Plan  for  Research  on  Child  and  Adolescent  Mental  Disorder,  Caring  for  People  With 
Severe  Mental  Disorders:  A  National  Plan  of  Research  to  Improve  Services. 

An  NIMH  initiative  for  focusing  on  improving  treatments  for  all  mental  disorders 
through  psych-pharmacology,  psychosocial  therapy  or  combinations  of  these  two 
treatment  approaches. 

Efforts  in  the  Decade  of  the  Brain  and  the  Human  Brain  Project  about  brain 
structure  and  function. 

Special  projects  on  HR7/AIDS  prevention  and  women's  health. 

In  summarizing  our  coalitions  recommendations  on  the  priority  of  mental  illness 
research  funding,  let  me  quote  Senator  Edward  M.  Kennedy's  remarks  when  the 
Senate  Labor  and  Human  Resources  Committee  spearheadea  the  reorganization  of 
the  Alcohol,  Drug  Abuse  and  Mental  Health  Administration  (ADAMHA)  by  transfer- 
ring its  three  research  institutes  (the  National  Institute  of  Mental  Health  (NIMH), 
the  National  Institute  on  Drug  Abuse  (NIDA),  and  the  National  Institute  on  Alcohol 
Abuse  and  Alcoholism  (NIAAA))  to  the  National  Institutes  of  Health  (NIH),  "Placing 
NIMH  under  the  same  institute  [the  NIH]  that  oversees  research  into  cancer  is  a 
timely  pledge  by  Congress  to  bring  the  same  degree  of  federal  commitment  to  men- 
tal illness  as  we  bring  to  any  other  major  illness."  I  urge  this  committee  to  concur. 

The  words  "health  care  reform"  are  now  on  everyone's  lips.  However,  if  we  are 
truly  on  the  brink  of  reforming  our  system  so  that  all  Americans  have  access  to 
care,  we  must  be  especially  sure  that  those  dependent  on  the  current  public  system 
of  mental  health  services  are  not  overlooked.  While  CMHS  funds  a  range  of  pro- 
grams, three  activities  of  that  agency  seem  to  us  to  be  critically  important  to  laying 
the  appropriate  groundwork  for  health  reform.  Children  with  serious  disorders  are 
now  the  responsibility  of  several  public  systems,  not  only  health  and  mental  health. 
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They  will  need  access  to  coordinated,  interagency  systems  of  care.  Homeless  individ- 
uals will  not  be  helped  simply  by  being  given  a  health  care  card.  Outreach  and  spe- 
cialized services  must  still  be  available  to  assist  this  population.  And  without  ade- 
quate data  collection  and  evaluation,  we  will  not  know  what  is  happening  in  the 
mental  health  system  as  health  care  reform  is  implemented. 

For  this  reason,  the  MHLG  has  prioritized  three  of  the  CMHS  programs.  In  this 
extremely  difficult  fiscal  year,  we  urge  your  special  attention  to  these  programs. 

The  Children's  Mental  Health  Services  program,  in  the  CMHS,  is  a  competitive 
grant  program  designed  to  generate  the  development  of  interagency,  community- 
based  systems  of  care  for  children  with  serious  emotional  disturbance.  We  can  care 
for  our  children  properly,  and  Senators,  we  can  do  so  in  a  cost  effective  manner. 
With  so  many  states  forced  to  send  their  children  far  away  from  home,  just  to  access 
treatment  that  is  not  available  locally,  millions  of  dollars  are  being  wasted.  This 
program  includes  a  mandate  that  child  serving  agencies  such  as  mental  health,  edu- 
cation, child  welfare,  and  juvenile  justice,  work  in  concert  to  meet  these  children's 
myriad  needs.  Data  show  that  community-based  treatment  is  no  less  effective  than 
restrictive  inpatient  programs  in  treating  a  child  with  SED  and  can  save  the  state 
precious  funds.  For  this  program,  MHLG  recommends  a  fiscal  year  1994  appropria- 
tion of  $150  million. 

The  Projects  for  Assistance  in  Transition  from  Homelessness  (PATH)  program,  in 
CMHS,  provides  grants  to  political  subdivisions  of  states  (and  to  nonprofit  organiza- 
tions) to  provide  services  to  persons  who  are  homeless  and  mentally  ill  or  who  have 
a  dual  diagnosis  of  mental  illness  and  substance  abuse.  Most  PATH  projects  furnish 
aggressive  community  outreach  and  case  management  services  linking  homeless 
persons  to  many  additional  services.  Housing  supports,  for  example,  are  funded 
through  PATH  monies.  Health  care  reform,  while  it  would  fund  mental  health  and 
health  services,  will  not  benefit  homeless  persons  if  they  are  not  connected  to  soci- 
ety. It  will  also  not  meet  their  essential  needs  for  food,  clothing,  housing,  and  job 
training.  With  the  number  of  homeless  persons  with  mental  illness  not  receiving 
PATH  services  reaching  approximately  240,000 — federal  commitment  to  adequate 
funding  is  critical.  For  this  program,  MHLG  recommends  a  fiscal  year  1994  appro- 
priation of  $75  million. 

In  the  past  decade,  federal  support  has  declined  for  the  collection,  analysis,  and 
reporting  of  national  and  state  statistical  information  on  mental  health  service  de- 
livery, human  resources,  client  characteristics,  and  financial  resources  and  expendi- 
tures. This  occurred  despite  the  fact  that  such  data  are  essential  for  effective  policy 
formulation,  management  of  state  and  local  mental  health  service  delivery  systems, 
and  research.  A  National  Mental  Health  Statistical  Data  Collection  program  in  the 
CMHS  should  be  established  and  appropriately  funded  to  assure  the  necessary  con- 
tinuity and  development  of  data  systems.  This  is  especially  critical  as  health  care 
reform  is  enacted.  For  this  program,  MHLG  recommends  a  fiscal  year  1994  appro- 
priation of  $25  million. 

Thank  you  for  the  opportunity  to  appear  before  the  committee  today. 

STATEMENT  OF  ANN  SIMPSON 

Ms.  Simpson.  Thank  you,  Nancy. 

Senator  Murray,  I  am  very  grateful  to  have  this  opportunity. 

As  Nancy  said,  my  name  is  Ann  Simpson.  I  am  really  here  today 
not  only  to  testify  on  behalf  of  myself,  but  on  behalf  of  my  twin  sis- 
ter, Nan  Thorne  Fogel  of  Boulder,  CO.  My  sister's  daughter,  my 
goddaughter,  Susan  Thorne,  took  her  life  2  weeks  ago  last  Wednes- 
day. She  was  38  years  old  and  had  suffered  from  schizophrenia 
from  probably  15  years  old.  I  ask  you  to  picture  a  young  woman 
about  5  foot  8,  tall,  slim,  blonde,  and  beautiful  with  all  the  gifts 
that  heaven  can  bestow  upon  anyone. 

It  began  or  at  least  was  noticeable  to  us  as  rather  inappropriate 
behavior.  Her  personality  had  always  been  somewhat  nonconform- 
ist. She  was  the  first  grandchild  and  was  adored  by  all  and  given 
opportunities  to  express  her  uniqueness.  We  explained  her  behavior 
as  stubbornness,  spoiled,  or  strong-willed.  We  steeled  ourselves  at 
family  gatherings  praying  her  behavior  would  be  acceptable.  When 
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it  as  often  wasn't,  we  rejected  her  and,  in  turn,  she  rejected  us,  and 
the  pattern  continued.  She  became  sicker  and  sicker. 

In  her  search  for  help,  she  became  a  Buddhist  and  spent  many 
hours  meditating  to  keep  herself  calm.  The  hours  increased.  Even- 
tually she  was  unable  to  remain  in  any  work  environment. 

Susan's  father  is  an  environmentalist  and  instilled  the  love  of  the 
outdoors  in  all  his  children.  Susan  kept  that  love  of  the  Earth  with 
her  to  her  death.  She  was  a  talented  artist  and  musician.  Her  ar- 
tistic and  musical  talents  waned  as  the  demons  from  this  disease 
overtook  her. 

In  the  early  stages,  we  rejected  thoughts  of  mental  illness,  no 
doubt  because  of  the  stigma.  As  she  knew  she  was  unable  to  work 
but  to  remain  independent  and  to  retain  her  pride,  she  began  bor- 
rowing money  from  her  many  family  members  and  friends;  3  years 
ago  we  all  began  supporting  her.  Previously  we  had  responded  typi- 
cally by  urging  her  to  pull  herself  together  and  work  like  other  peo- 
ple. We  finally  reluctantly  and  skeptically  accepted  the  fact  that 
Susan  was  ill  with  schizophrenia. 

My  sister  has  asked  me  to  remind  you  of  something  that  she  has 
just  been  dealing  with  the  last  week.  People  often  refer  to  Susan 
as  schizophrenic.  Do  people  refer  to  someone  with  cancer  as  can- 
cerous? Of  course,  not.  Cancer  is  accepted  as  a  true  illness.  The  re- 
ality is  that  schizophrenia  is  not  accepted  as  a  true  illness.  If  it 
were,  we  would  be  willing  to  commit  as  many  funds  for  the  re- 
search of  schizophrenia  as  we  are  to  combat  cancer. 

My  daughter,  Susan  Simpson  Gallagher,  spoke  of  her  beloved 
cousin  as  such  a  strong,  powerful  spirit,  and  yet  she  was  powerless 
against  this  disease.  She  could  have  been  speaking  of  someone  bat- 
tling cancer.  Susan  was  so  gifted,  so  talented,  so  helpless. 

As  we  began  to  accept  Susan's  illness,  we  began  to  learn  about 
this  illness  that  robbed  our  loved  one  of  her  very  life.  Anyone  who 
has  experienced  seeing  the  lights  go  out  one-by-one  in  someone 
they  love  can  relate  to  the  pain  of  all  of  us  who  loved  her  so.  Count- 
less desperate  families  feel  helpless  in  the  agony  of  schizophrenia. 
In  our  small  town  of  Cody,  WY,  9,000  people,  there  are  at  least  10 
young  people  in  their  thirties  battling  schizophrenia.  We  must  have 
money  to  solve  this  riddle. 

Susan's  suicide  was  not  an  impulsive  move.  She  reported  to  her 
mother  her  desperation  and  her  sleeplessness.  She  attended  church 
in  Bowling  Green,  KY,  where  she  had  chosen  to  live  the  last  15 
months.  On  Tuesday  she  examined  guns  at  a  pawn  shop.  On 
Wednesday  she  missed  her  medical  appointment,  saw  her  therapist 
for  a  few  minutes,  went  to  her  bank,  withdrew  $250,  returned  to 
the  pawn  shop  and  purchased  a  gun,  went  to  another  store  and 
purchased  bullets.  She  loaded  the  gun  with  six  bullets.  That  night 
she  took  her  sleeping  bag  to  an  open  field  near  her  apartment.  Be- 
neath the  stars,  she  neatly  placed  her  shoes  under  the  sleeping 
bag,  climbed  into  the  bag  and  shot  herself  in  the  heart.  The  five 
bullets  were  still  in  the  gun  when  it  was  found. 

I  am  grateful  for  the  opportunity  to  testify.  The  heartbreak  of 
this  situation  is  obvious  to  everyone.  My  hope  is  that  through  re- 
search in  the  field  of  schizophrenia,  lives  will  be  saved  and  families 
and  individuals  will  be  spared  this  agony. 

Thank  you  very  much. 
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Senator  Murray.  Thank  you,  Mrs.  Simpson,  for  that  very  per- 
sonal and  telling  story.  We  appreciate  your  taking  the  time  to  come 
here  and  give  that  to  us  this  morning.  Mrs.  Domenici,  as  well,  I 
appreciate  the  time  and  energy.  I  know  how  much  it  is  for  both  of 
you  to  be  here,  and  I  appreciate  that. 

Mrs.  Domenici,  one  of  the  questions  I  did  want  to  ask  you  quickly 
was  in  your  written  testimony,  you  talk  about  coordination  of  serv- 
ices and  needing  more  coordination.  Can  you  give  me  some  specific 
examples  that  we  can  look  to,  to  achieve  that? 

Ms.  Domenici.  Well,  I  think  there  are  some  models  out  there. 
The  Robert  Wood  Johnson  Foundation  has  done  a  great,  big  grant 
program  over  the  last  6  years  in  various  cities,  nine  cities,  and  they 
have  shown  that  if  there  is  some  central  kind  of  authority,  then 
people  leaving  the  hospital  are  not  stranded,  put  on  buses,  or  left 
without  money  or  medicine  as  they  go  into  the  community. 

Also  many  times  doctors  are  happy  to  provide  medicine,  but  real- 
ly do  not  have  the  time  or  the  ability  to  hook  up  with  community 
services.  In  some  areas,  we  have  seen  wonderful  oases  of  good  mod- 
els, and  what  goes  on  there  needs  to  be  spread.  It  is  not  necessarily 
money  that  does  a  good  job.  Some  of  the  States  that  spend  the 
highest  per  capita  have  the  worst  services.  It  is  really  the  connect- 
ing and  allowing  information  to  flow,  the  confidentiality  laws  to 
lower,  so  that  people  can  spread  information  around  these  people 
and  outreach  because  many  times  folks  that  have  the  illness  do  not 
know  what  deficits  or  deficiencies  they  have.  So,  they  cannot  hook 
up  with  Social  Security  or  housing  even  if  it  is  available. 

Thanks  for  the  good  question. 

Senator  Murray.  So,  even  beyond  just  mental  health  services 
themselves,  hooking  into  some  of  our  other  agencies  is  critical. 

Ms.  Domenici.  Absolutely. 

Ms.  Simpson.  May  I  just  interject  something?  One  of  the  issues 
my  sister  dealt  with  very  heavily  was  the  confidentiality.  She  did 
try  to  contact  the  doctor  who  was  dealing  with  my  niece,  and  be- 
cause of  the  confidentiality,  she  was  not  able  to  speak  with  her,  to 
talk  with  her  about  the  level  of  medication  which  was  increasing 
Susan's  sleeplessness. 

Senator  Murray.  Thank  you,  both  of  you.  Because  of  time  limits 
we  have  to  move  on,  but  I  appreciate  your  testimony. 

STATEMENT  OF  DAVID  MRAZEK,  MJX,  AMERICAN  ACADEMY  OF  CHILD 
&  ADOLESCENT  PSYCHIATRY 

The  next  witness  is  David  Mrazek. 

Dr.  Mrazek.  Good  morning.  The  American  Academy  of  Child  & 
Adolescent  Psychiatry  appreciates  this  opportunity  to  testify  before 
the  subcommittee  regarding  the  President's  1994  budget  request 
for  programs  within  the  National  Institute  of  Mental  Health  and 
the  Substance  Abuse,  Mental  Health  Services  Administration. 

I  am  Dr.  David  Mrazek,  chairman  of  psychiatry  at  Children's  Na- 
tional Medical  Center  here  in  Washington,  DC,  and  a  fellow  of  the 
American  Academy  of  Child  &  Adolescent  Psychiatry. 

The  academy  is  a  national  professional  organization  of  5,300 
child  and  adolescent  psychiatrists.  Its  members  are  all  physicians 
and  have  completed  at  least  5  years  of  postgraduate  training.  We 
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essentially  are  the  physicians  who  deal  with  the  problems  of  men- 
tal illness  in  children  and  adolescents. 

My  motivation  for  testifying  before  the  subcommittee  is  to  direct 
your  attention  to  the  National  Institute  of  Mental  Health  where 
appropriations  for  fiscal  year  1994  will  include  funding  for  the 
fourth  year  of  a  planned  5-year  national  plan  for  research  on  child 
and  adolescent  mental  disorders.  There  is  serious  concern  about 
the  President's  decision  to  recommend  an  overall  $7  million  de- 
crease in  NIMH  research  funding  for  the  next  fiscal  year.  This  deci- 
sion could  jeopardize  the  exciting  programs  that  have  been  gen- 
erated by  the  plan  in  its  initial  3  years. 

The  focus  on  child  and  adolescent  disorders  was  prompted  by  a 
series  of  independent  Institute  of  Medicine  reports  that  detailed 
the  shortages  in  research  in  child  and  adolescent  mental  health 
disorders.  The  Congress  supported  the  Institute  of  Medicine  rec- 
ommendations and  the  development  of  a  5-year  plan.  Increased 
NIMH  appropriations  were  approved  to  train  more  researchers  and 
funnel  research  funds  into  areas  such  as  childhood  schizophrenia 
and  depression,  attention  deficit  disorder,  autism,  adolescent  suici- 
dal behavior,  and  disorders  of  aggression  and  post-traumatic  stress. 
The  ongoing  studies  are  now  aole  to  begin  to  encompass  a  full 
range  of  factors  considering  developmental  factors,  biological  fac- 
tors, psychological  and  social  determinants.  The  fourth  and  fifth 
years  of  the  national  plan  for  research  into  child  and  adolescent 
mental  disorders  is  a  critical  aspect  of  the  entire  program. 

The  President's  budget  for  fiscal  year  1994  calls  for  a  1.2-percent 
decrease  with  a  total  recommendation  of  only  $576  million.  NIMH 
is  1  of  9  research  Institutes  of  the  14  Institutes  for  which  the  ad- 
ministration recommends  a  decrease.  This  will  primarily  affect 
basic  science  research,  that  is,  the  promise  of  the  future.  The  total 
number  of  child  and  adolescent  research  grants  that  could  be  cut 
may  well  be  up  to  35  percent  and  many  of  the  ongoing  projects 
threatened  with  termination. 

The  academy  strongly  recommends  that  NIMH  appropriations 
not  be  decreased,  that  $734  million  be  appropriated  for  1994  for  re- 
search programs  at  NIMH  and  that  $258  million  be  applied  to  the 
fourth  year  of  the  5-year  national  plan. 

I  also  urge  the  subcommittee  members  to  support  the  Substance 
Abuse,  Mental  Health  Services  Administration  and  its  new  grant 
program  for  comprehensive  community  mental  health  services  for 
children  and  adolescents  with  serious  mental  and  emotional  dis- 
turbances. 

Congress  approved  this  competitive  grant  program  as  part  of  the 
ADAMHA  reorganization.  It  will  provide  States  and  communities 
with  resources  to  organize  and  deliver  comprehensive,  interagency 
services  to  children  and  adolescents  with  serious  emotional  dis- 
orders. 

Originally  authorized  for  $200  million,  the  program  received  only 
$4.9  million  in  fiscal  year  1993  to  begin  its  work.  This  year's  appro- 
priation is  critical  for  its  future. 

PREPARED  STATEMENT 

The  American  Academy  of  Child  &  Adolescent  Psychiatry  rec- 
ommends a  $150  million  appropriation  for  the  comprehensive  com- 
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munity  mental  health  services  program.  This  amount  will  allow 
States  and  communities  to  make  a  substantial  and  actual  impact 
on  providing  services  for  children  and  adolescents  through  a  range 
of  coordinated  services  that  include  day  treatment,  respite  care, 
outpatient  services  in  a  variety  different  settings,  and  really  cre- 
ative new  approaches  to  the  serious  problem  that  you  have  been 
hearing  about  this  morning. 
Thank  you. 

Statement  of  David  Mrazek,  M.D. 

INTRODUCTION 

The  American  Academy  of  Child  and  Adolescent  Psychiatry  appreciates  this  op- 
portunity to  testify  before  the  Senate  Subcommittee  on  Labor,  Health  and  Human 
Services,  and  Education  regarding  the  President's  1994  budget  request  for  the  Na- 
tional Institute  of  Mental  Health  and  the  Substance  Abuse,  Mental  Health  Services 
Administration. 

I  am  David  Mrazek,  M.D.,  Chairman  of  Psychiatry  at  Children's  Hospital  Na- 
tional Medical  Center,  and  a  Fellow  of  the  American  Academy  of  Child  and  Adoles- 
cent Psychiatry. 

AMERICAN  ACADEMY  OF  CHILD  AND  ADOLESCENT  PSYCHIATRY 

The  American  Academy  of  Child  and  Adolescent  Psychiatry  is  a  national,  profes- 
sional association  of  over  5300  child  and  adolescent  psychiatrists.  Its  members  are 
physicians  who  have  completed  a  general  psychiatry  residency  and  a  two-year  resi- 
dency training  program  in  child  and  adolescent  psychiatry.  This  medical  discipline 
is  concerned  with  the  prevention,  diagnosis  ana  treatment  of  developmental  and 
psychiatric  disorders  in  children,  adolescents  and  their  families. 

The  Academy  supports  the  following  levels  of  funding  for  specific  programs  within 
the  National  Institute  of  Mental  Health: 

NATIONAL  INSTITUTE  OF  MENTAL  HEALTH 
[In  millions  of  dollars] 


Fiscal  year— 

NIMH  programs  President's  renuest  ^  rec" 

Appropriation  1993       "esioems  request        0mmendations 

™  1994 

Research  $583.1  $576,015  '$734.6 

Research  training  28.3  28.4  35.5 

Research  management/support 36  35.2  38.9 

'  Including  $258.1  million  for  the  children's  research  plan. 

The  Academy's  reason  for  testifying  before  the  Subcommittee  is  to  direct  attention 
to  the  National  Institute  of  Mental  Health  where  appropriations  for  fiscal  year  1994 
will  include  funding  for  the  fourth  year  of  the  five-year  National  Plan  for  Research 
on  Child  and  Adolescent  Mental  Disorders.  There  is  serious  concern  about  the  Presi- 
dent's decision  to  recommend  a  decrease  in  NIMH  research  funding  for  the  next  fis- 
cal year.  This  decision  could  jeopardize  the  innovative  and  exciting  research  projects 
generated  over  the  past  three  years. 

The  first  two  years  of  the  five-year  plan,  fiscal  years  1991  and  1992,  began  the 
revitalization  of  the  research  effort  for  children's  disorders.  Funding  levels  and  pro- 
ductivity were  infused  with  a  larger  share  of  the  NIMH  research  budget,  but  in  fis- 
cal year  1993,  the  ADAMHA  reorganization  and  the  minimum  increase  in  appro- 
priations delayed  approval  of  many  research  applications.  Where  actual  spending  in 
fiscal  year  1990,  the  base  year  for  the  National  Plan,  was  approximately  $60  million 
for  research  attached  to  the  disorders  of  childhood  and  adolescence,  fiscal  years  1991 
and  1992  boosted  that  amount  to  over  $100  million.  The  excitement  that  Congres- 
sionally-approved, increased  funding  brings  to  all  NIMH  research  transfers  easily 
to  research  programs  for  child  and  adolescent  mental  disorders.  Congressional  ap- 
proval of  a  13  percent  increase  for  NIMH  research  in  fiscal  year  1992,  from  $504.1 
million  to  $536.8  million,  translated  into  early  and  exciting  discoveries  of  the  causes 
of  mental  illnesses  that  appear  in  childhood  and  adolescence.  Appropriations  pro- 
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vided  a  23  percent  increase  in  clinical  research,  a  40  percent  increase  in  research 
on  children  and  violence,  a  50  percent  increase  in  services  research,  and  an  11  per- 
cent increase  in  prevention  research. 

Examples  of  the  projects  that  have  been  enhanced  by  the  new  funding  include  the 
following: 

One,  new  and  enriched  NIMH  Centers  for  Research  which  provide  a  central  place 
where  researchers  work  in  a  stimulating  and  productive  environment.  At  the  cen- 
ters, questions  about  effectiveness  of  treatment  and  outcomes  research  can  be  car- 
ried out.  Services  research  projects  are  designed  to  help  close  the  gap  between  treat- 
ment knowledge  and  delivery  of  appropriate  services.  The  ADAMHA  reorganization 
legislation  mandated  that  NIMH  obligate  not  less  than  15  percent  of  their  annual 
extramural  research  budgets  for  health  services  research.  Topics  of  research  at  the 
Centers  include: 

Research  on  services  for  underserved  populations,  including  minority  children, 
adolescents,  and  their  families,  as  well  as  poor  and  disadvantaged  children,  children 
in  rural  areas,  homeless  children,  abused  children,  and  children  and  adolescents 
with  co-occurring  problems  such  as  physical  disorders  or  substance  abuse. 

Research  on  the  effectiveness  of  consultation/liaison  psychiatry  and  other  services 
provided  by  professionals  to  children  and  adolescents  in  various  settings  including: 
general  health  care,  educational,  day  care,  social  service  and  juvenile  justice. 

In  1990,  the  National  Plan  for  Research  on  Child  and  Adolescent  Mental  Dis- 
orders noted  that,  "Collaboration  and  exchange  among  researchers  from  the  various 
disciplines  dealing  with  childhood  mental  disorders  also  needs  strong  encourage- 
ment." The  Centers  for  Research  on  Mental  Health  Services  for  Child  and  Adoles- 
cents do  promote  this  collaboration  and  exchange  and  give  tremendous  promise  for 
the  future. 

Two,  another  type  of  project  that  has  been  enhanced  is  the  funding  of  a  multi- 
site  collaborative  study  on  a  major  disorder  of  childhood.  NIMH  is  funding  $2.5  mil- 
lion in  cooperative  agreement  awards  for  a  multi-site  multimodal  treatment  study 
of  attention-deficit  hyperactivity  disorder  (ADHDVattention-deficit  disorder  (ADD). 
This  disorder  is  among  the  most  common  of  childhood  mental  disorders.  It  has  been 
estimated  that  up  to  9  percent  of  all  children  may  have  either  ADHD  or  ADD,  and 
these  diagnoses  account  for  one-third  to  one-half  of  all  referrals  for  services  related 
to  mental  illness.  For  children's  emotional  disorders,  attention-deficit  disorders  com- 
prise the  largest  share  of  economic  cost  and  personal  and  family  frustration  and  de- 
spair. Recent  genetic  research  revealed  a  gene  defect  that  can  now  be  folded  into 
the  bank  of  existing  knowledge  about  hyperactivity. 

This  is  especially  important  since,  over  the  years,  there  has  been  debate  as  to 
what  the  definitional  boundaries  for  hyperactivity  are  and  about  the  scientific  legit- 
imacy of  its  status  as  a  distinct  clinical  syndrome.  Considerable  research  into  treat- 
ment strategies  are  needed  to  establish  answers  to  definition  and  treatment  ques- 
tions. The  NIMH  treatment  study  will,  over  five  years,  undertake  the  research  and 
assess  the  outcomes.  Reaching  an  understanding  of  ADHD  and  ADD  can,  on  its 
own,  justify  the  cost  of  the  National  Plan  and  contribute  immeasurably  to  the  long- 
term  welfare  of  families  and  children  touched  by  this  disorder.  But  assurances  for 
the  full  five-year  study  funds  are  not  part  of  the  application.  Funding  will  depend 
on  annual  appropriations,  which  is  not  a  new  caveat  but  one  that  has  always  been 
a  problem  with  research  projects.  The  Subcommittee  has  supported  NIMH  research 
increases  in  recent  years,  and  this  support  is  again  urged  in  order  to  avoid  incom- 
plete or  sharply  curtailed  research  projects. 

The  third  year  of  the  five  year  plan,  fiscal  year  1993,  coincided  with  the  reorga- 
nization of  ADAMHA  and  NIMH's  move  to  NIH.  The  move,  with  its  new  financial 
obligations  for  NIMH,  and  the  NIMH  research  budget  limited  to  a  4  percent  in- 
crease, resulted  in  decreased  growth  in  research  into  the  disorders  of  childhood  and 
adolescence.  We  are  concerned  that  our  impressive  gains  into  the  onset  of  those  dis- 
orders are  in  jeopardy. 

The  Presidents  budget  for  1994  calls  for  a  1.2  percent  decrease  in  funding  for 
NIMH,  with  a  total  recommendation  of  $576  million,  which  is  a  $7  million  reduc- 
tion. NIMH  is  one  of  nine  research  institutes  of  the  14  institutes  the  Administration 
recommended  a  decrease  in  funding.  This  will  primarily  affect  basic  science  research 
that  is  the  promise  of  the  future.  It  is  difficult  to  understand  why  this  institute 
must  step  back  in  its  efforts  since  its  research  influences  programs  in  agencies  that 
provide  homes,  education,  food,  health  care,  justice,  and  welfare  for  children  and 
their  families. 

The  American  Academy  of  Child  and  Adolescent  Psychiatry  recommends  that 
NIMH  appropriations  not  be  decreased,  that  $734.6  million  be  appropriated  for  1994 
NIMH  research  programs,  and  that  $258.1  million  be  appropriated  for  the  fourth 
year  of  the  National  Plan  for  Research  on  Child  and  Adolescent  Mental  Disorders. 
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SUBSTANCE  ABUSE,  MENTAL  HEALTH  SERVICES  ADMINISTRATION 

The  newest  administration,  SAMHSA,  is  the  home  of  the  Center  for  Mental 
Health  Services.  The  Center  is  administering  grants  to  states  and  communities  for 
innovative  systems  of  care  for  people  with  mental  illnesses,  with  special  emphasis 
on  children  and  adolescents.  The  Child  and  Adolescent  Services  System  Program 
(CASSP)  and  the  Children's  Mental  Health  Services  Improvement  Act,  authorized 
in  1992,  both  provide  funds  to  states  and  communities  to  use  for  providing  a  com- 
prehensive range  of  services  for  children,  adolescents  with  mental  illnesses  and 
their  families. 

The  Academy  recommends  the  following  levels  of  funding  for  SAMHSA  programs 
of  special  interest  to  children  and  adolescents  with  mental  illnesses: 

SUBSTANCE  ABUSE,  MENTAL  HEALTH  SERVICES  ADMINISTRATION 
[In  millions  of  dollars] 


Fiscal  year — 


SAMHSA  programs 


Appropriation, 
1993 


President's  re- 
quest, 1994 


AACAP  rec- 
ommenda- 
tions, 1994 


CSP/CASSP  

Prevention  

Homeless  demonstrations 

Protection  and  advocacy  

Children's  mental  health  services 
Clinical  training 


$24 


22 

20.8 
4.9 
2.9 


$24 


22 

20.8 
4.9 
2.9 


$36 
10 
31 
30 

150 
8 


CHILD  AND  ADOLESCENT  SERVICE  SYSTEM  PROGRAM  (CASSP) 

An  important  complement  to  research  is  the  provision  of  services  for  treating 
mental  illness.  The  Child  and  Adolescent  Service  System  is  a  remarkably  effective 
and  efficient  program.  It  is  a  strategy  development  program  conceived  to  improve 
systems  of  service  delivery  to  children  and  adolescents  who  are  severely  emotionally 
disturbed.  Mental  health,  health,  education,  juvenile  justice,  nutrition,  substance 
abuse  treatment,  and  special  education  are  coordinated  under  the  CASSP  concept. 
SAMHSA  supports  the  service  system  improvement  grant  program  with  technical 
assistance  and  with  special  programs  for  children  and  adolescents  and  their  families 
who  are  homeless,  infected  with  the  AIDS  virus,  or  part  of  a  cultural  minority. 

COMPREHENSIVE  COMMUNITY  MENTAL  HEALTH  SERVICES  FOR  CHILDREN  ACT  (PUBLIC 

LAW  102-321) 

Congress  approved  the  Comprehensive  Community  Mental  Health  Services  for 
Children  Act  in  1992,  as  a  part  of  the  ADAMHA  reorganization.  This  legislation  pro- 
vides states  and  communities  with  resources  to  organize  and  deliver  comprehensive, 
interagency  services  to  children  and  adolescents  with  serious  emotional  disorders. 
Authorized  for  $200  million,  this  program  received  only  $4.9  million  to  begin  its 
work.  This  year's  appropriation  is  critical  for  its  future.  At  least  $150  million  in  ap- 
propriations are  needed  to  allow  states  and  communities  to  begin  actually  serving 
children  and  adolescents  through  a  range  of  coordinated  services,  such  as  day  treat- 
ment, respite  care,  outpatient  services  in  various  settings,  and  intensive  home-based 
services. 

The  American  Academy  of  Child  and  Adolescent  Psychiatry  recommends  $36  mil- 
lion be  appropriated  for  the  SAMHSA  Community  Support  Program/Child  and  Ado- 
lescent Service  System  Program  and  also  recommends  $150  million  for  the  Chil- 
dren's Mental  Health  System  Improvement  Act. 


SUMMARY 

The  American  Academy  of  Child  and  Adolescent  Psychiatry  is  committed  to  the 
successful  five-year  plan  to  generate  a  surge  of  new  research  and  researchers  in 
child  and  adolescent  mental  disorders.  We  urge  the  Subcommittee  to  fully  fund  the 
fourth  year  of  the  plan  as  a  part  of  the  NIMH  appropriations  and  to  continue  sup- 
port for  the  Child  and  Adolescent  Service  System  Program.  We  also  urge  your  ap- 
proval of  $150  million  in  appropriations  for  the  Children's  Mental  Health  System 
Improvement  Act. 
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Senator  Murray.  Thank  you,  Dr.  Mrazek.  I  am  curious.  Out  of 
all  of  the  programs  that  you  have  listed  in  there,  what  would  you 
say  is  the  most  critical? 

Dr.  Mrazek.  It  is  a  very  difficult  question,  but  from  my  perspec- 
tive as  a  scientist  involved  in  the  study  of  these  problems,  I  think 
getting  to  the  root  cause  and  being  able  to  have  a  paradigm  shift 
in  how  we  can  handle  these  problems  is  critical.  We  are  at  the 
threshold  of  some  of  the  basic  biological  work  looking  at  the  biologi- 
cal underpinnings  of  these  problems,  understanding  the  genetic 
processes,  genetic  substrate  that  leads  to  children's  vulnerability 
and  to  what  are  the  risk  factors  in  the  environment  that  release 
these  vulnerabilities.  I  think  that  this  work  could  have  tremendous 
outpouring  of  impact  and  substance. 

The  other  key  issue  is  dealing  with  some  of  the  crying  needs  of 
the  moment.  One  of  the  paradoxes  of  our  society  is  that  we  have 
an  enormous  increase  in  suicidal  behavior  in  adolescents.  In  a  time 
when  we  should  be  really  investing  in  these  children  and  when 
they  have  a  tremendous  potential  future,  they  prematurely  come  to 
a  tragic  end.  This  is  a  completely  preventable  disorder.  It  is  the 
third  largest  cause  of  death  among  adolescents.  What  we  need  to 
do  is  attend  to  not  only  understanding  the  risk  factors,  but  in  a 
major  way  to  intervene  early  on  in  the  course  of  these  young  chil- 
dren's lives. 

Senator  Murray.  Thank  you.  I  appreciate  that,  and  I  appreciate 
your  request  for  research  dollars.  I  noticed  in  your  testimony  that 
recent  genetic  research  is  showing  ADD  has  a  relationship  to 
genes.  I  wasn't  aware  of  that,  and  I  know  that  that  is  a  critical 
problem  for  many  kids  in  our  school  systems.  So,  thank  you.  I  ap- 
preciate your  testimony. 

STATEMENT    OF    PENNY    PETERSON,    NATIONAL    CONSORTIUM    FOR 
CHILD  &  ADOLESCENT  MENTAL  HEALTH  SERVICES 

Senator  Murray.  Our  next  witness  is  Penny  Peterson. 

Ms.  Peterson.  My  name  is  Penny  Peterson.  I  represent  the  22 
members  of  the  National  Consortium  for  Child  &  Adolescent  Men- 
tal Health  Services. 

Thank  you,  Senator  Murray,  for  the  opportunity  to  testify  before 
you  this  morning. 

The  Child  and  Adolescent  Service  Systems  Program  known  as 
CASSP  supports  a  community  based  approach  for  family  involve- 
ment in  the  multiple  aspects  of  services.  CASSP  is  credited  with 
centralizing  child  mental  health  programs  in  each  State  with  lead- 
ing via  technical  assistance  to  the  States  and  supplying  principles 
for  the  foundation  of  the  Robert  Wood  Johnson  program  on  seri- 
ously emotionally  disturbed  youth. 

CASSP  has  been  underfunded  since  its  inception  9  years  ago. 
Many  State  programs  exist  at  a  very  fragile  level,  and  they  must 
be  promoted  in  order  to  develop  at  a  local  community  level.  The 
consortium  urges  the  subcommittee  to  fund  CASSP  at  the  level  of 
$36  million. 

In  addition,  I  draw  your  attention  to  the  newly  authorized  Com- 
prehensive Community  Mental  Health  Services  for  Children  Act. 
This  act  relies  on  improvements  generated  by  CASSP  to  plan  for 
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successful  implementation  of  the  child  mental  health  services  pro- 
gram. 

Studies  have  demonstrated  that  children  who  desperately  need 
mental  health  services  care  do  not  receive  it,  and  those  who  do  re- 
ceive it,  often  the  care  is  either  inappropriate  or  inadequate. 

The  comprehensive  children  services  program  was  authorized  at 
$200  million,  but  only  a  devastatingly  low  $4.9  million  was  appro- 
priated. This  means  that  the  program  must  be  funded  sufficiently 
this  year  or  it  will  die.  The  cost  of  creating  any  new  programs  in 
the  future  will  far  exceed  the  cost  of  adequate  funding  for  this  year. 
The  consortium  urges  full  funding  at  $150  million. 

The  community  mental  health  services  block  grant  is  another  im- 
portant source  of  funding  to  all  States.  Only  level  funding  has  been 
recommended  for  this  year.  Existing  State  programs  which  already 
provide  some  mental  health  services  for  youth  will  not  be  able  to 
continue  with  only  the  level  funding.  The  consortium  supports  an 
appropriation  of  $450  million  for  the  community  mental  health 
services  block  grant. 

On  a  personal  note,  I  am  a  practicing  school  psychologist  in 
Montgomery  County,  MD.  I  chair  the  consortium  meetings  that 
happen  on  a  quarterly  basis  here  in  Washington,  DC.  In  March  at 
the  last  consortium  meeting,  I  had  to  absent  myself  to  attend  the 
funeral  of  a  14-year  old  former  client  of  mine  from  last  year.  Roger 
was  a  biracial  child,  the  product  of  perinatal  drug  abuse.  He  lived 
in  multiple  foster  homes,  was  almost  adopted  once,  and  given  back 
to  the  agency.  He  was  in  special  education.  He  was  receiving  serv- 
ices for  learning  disabilities.  He  needed  therapy.  He  needed  a 
therapeutic  treatment  center.  He  needed  a  lot  of  care.  I  think 
Roger  finally  felt  so  helpless  and  hopeless,  and  he  just  wanted  the 
pain  to  go  away.  In  March  he  killed  himself. 

PREPARED  STATEMENT 

Again,  I  thank  you  for  the  opportunity  to  testify  on  behalf  of  the 
consortium,  and  I  will  be  glad  to  respond  to  any  questions. 
[The  statement  follows:] 

Statement  of  Penny  Peterson 

^  The  twenty-two  member  organizations  comprising  the  National  Consortium  for 
Child  and  Adolescent  Mental  Health  Services  appreciate  the  past  support  the  Sub- 
committee has  given  to  programs  providing  mental  health  services  to  children  and 
adolescents.  We  also  appreciate  this  opportunity  to  testify  before  the  Subcommittee 
about  the  state  of  those  services  and  the  funding  needed  to  continue  the  Substance 
Abuse  and  Mental  Health  Services  Administration  (SAMHSA),  Center  for  Mental 
Health  Services  (CMHS)  programs  that  have  helped  so  many  children  and  adoles- 
cents with  serious  emotional  disorders. 

NATIONAL  CONSORTIUM  FOR  CHILD  MENTAL  HEALTH  SERVICES 

The  National  Consortium  for  Child  Mental  Health  Services  was  formed  in  1971 
to  inform  and  promote  understanding  about  the  emotional  disturbances  of  children 
under  age  18  and  the  special  services  they  require.  All  of  the  22  member  organiza- 
tions are  national,  consumer,  professional  and  provider  organizations.  We  meet 
quarterly  to  review  the  state  of  mental  health  services  for  children  and  adolescents 
and  to  act  on  issues  needing  unity  and  national  information  and  education  strate- 
gies. 

Consortium  representatives  have  appeared  before  the  Subcommittee  many  times 
to  direct  attention  to  the  number  of  children  and  adolescents  with  serious  emotional 
disorders.  The  prevalence  rate  of  over  11  percent  has  not  diminished — 7  to  12  mil- 
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lion  youngsters  in  this  country  are  in  need  of  mental  health  care  at  any  one  time — 
and  there  are  no  predictions  that  this  rate  will  subside  in  the  near  future. 

CHILD  AND  ADOLESCENT  SERVICE  SYSTEM  PROGRAM  (CASSP) 

The  Subcommittee's  support  for  CMHS  services  demonstration  programs  which 
stimulated  nationwide,  innovative  child  and  adolescent  mental  health  service  sys- 
tem improvements  provides  for  encouraging  developments.  The  CMHS  Child  and 
Adolescent  Service  System  Program  (CASSP)  is  currently  in  its  ninth  year  of  major 
accomplishments  and  has  tremendous  growth  potential  to  be  fostered. 

Since  1984,  the  Child  and  Adolescent  Service  System  Program  was  first  funded 
with  appropriations  approved  by  this  Subcommittee,  the  Consortium  has  supported 
its  growth  and  defended  it  against  yearly  adverse  Administration  budget  rec- 
ommendations. The  first  year  CASSP  was  funded  with  $1.5  million  from  the  Com- 
munity Support  Program,  and  only  8  states  began  systems  development.  In  addition 
to  the  state  grants,  in  1987,  pivotal  demonstration  programs  for  local  child  and  ado- 
lescent service  system  programs  were  added,  and  in  1988,  capacity  building  grants 
were  added.  Currently  in  its  ninth  year,  and  with  cumulative  funding  totalling  less 
than  $75  million,  CASSP  has  been  active  in  all  50  states,  the  Virgin  Islands  and 
the  District  of  Columbia.  It  also  co-funds  two  Research  and  Training  Centers  with 
the  Department  of  Education's  National  Institute  of  Disability  and  Rehabilitation 
Research  and  a  Technical  Assistance  Center  for  states  in  collaboration  with  the  Di- 
vision of  Maternal  and  Child  Health  within  the  Health  Resource  and  Services  Ad- 
ministration. We  are  thankful,  that  the  ADAMHA  reorganization  legislation  man- 
dated a  50-50  split  in  appropriations  with  the  Community  Support  Project  (CSP) 
and  Child  and  Adolescent  Service  System  Program  (CASSP). 

The  role  of  CASSP  must  be  strengthened  at  this  critical  juncture.  Now  is  a  time 
to  buttress  support  for  the  state  programs,  some  of  which  continue  in  fragile  devel- 
opment stages.  The  structure  and  systems  established  at  the  state  level  must  now 
be  promoted  and  developed  at  the  local  community  level.  CASSP  is  the  strongest 
link  we  have  to  protect  emotionally  impaired  youth  within  the  service  system.  With 
each  modest  grant,  seriously  emotionally  disturbed  children  and  adolescents  can  be 
linked  with  available  services  in  health  care,  mental  health,  education,  special  edu- 
cation, housing,  and  other  eligibility  support  programs,  such  as  nutrition.  CASSP 
has  created  an  administrative  focal  point  for  children's  mental  health  programs 
across  the  nation.  This  network  of  information  and  exchange  has  generated  signifi- 
cant new  resources  for  services  and  improved  the  integration  of  a  broad  range  of 
services  to  populations  with  children  ana  adolescents  with  or  at  risk  for  severe  men- 
tal or  emotional  disorders  and  their  families.  The  newly  authorized  Comprehensive 
Community  Mental  Health  Services  for  Children  Act  (Public  Law  102-321)  will  rely 
on  the  system  improvements  generated  by  CASSP  to  enable  states  to  build  the  plan- 
ning and  infrastructure  necessary  for  successful  implementation  of  the  child  mental 
health  services  program.  The  Consortium  members  are  particularly  interested  in 
urging  the  Subcommittee  members  to  continue  support  for  the  CMHS  Child  and  Ad- 
olescent Service  System  Program  with  a  funding  level  of  $36  million  dollars. 

In  1990,  a  study  evaluated  the  results  of  the  CASSP  program  in  the  first  ten 
states  to  graduate  from  the  five-year  grant  process.  The  findings  were  as  encourag- 
ing as  had  been  expected.  It  was  found  that:  There  are  more  kinds  of  new  commu- 
nity-based services  available  for  severely  emotionally  disturbed  children  and  adoles- 
cents, such  as  therapeutic  foster  care,  home-based  services,  case  management,  inde- 
pendent living  and  respite  care;  the  capacity  of  existing  needed  services  has  in- 
creased; funds  that  supported  inpatient  beds  have  been  rechanneled  to  support  com- 
munity-based services;  in  a  majority  of  states,  CASSP  was  credited  with  establish- 
ing leadership  and  a  focus  for  mental  health  services,  and  the  priority  of  programs 
for  severely  emotionally  disturbed  children  and  adolescents  increased  as  did  expend- 
itures; in  all  states,  interagency  coordination  improved  and  that  improvement  was 
due  primarily  to  the  efforts  of  CASSP;  and  in  nine  of  the  ten  states  family  participa- 
tion had  improved  markedly. 

The  Consortium  members  urge  funding  increments  to  expand  these  programs  and 
initiatives.  These  programs  provide  information  critical  to  determine  the  efficacy  of 
these  innovative  approaches  to  organizing,  delivering  and  financing  systems  of  care. 
Increased  and  continued  funding  of  these  programs  is  imperative  to  ensure  treat- 
ment outcomes  can  be  positively  affected. 

CASSP  has  generated  major  successes,  in  a  variety  of  venues  including  (1)  provid- 
ing a  central  source  for  child  mental  health  programs  in  each  state;  (2)  assuming 
a  lead  role  in  providing  technical  assistance  to  States  in  meeting  the  new  require- 
ments of  Public  Law  99-660  through  the  Georgetown  Child  Development  Center;  (3) 
supplying  principles  which  serve  as  the  foundation  for  the  Robert  Wood  Johnson 
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Program  on  Seriously  Emotionally  Disturbed  Youth,  the  CMHS  Child  and  Adoles- 
cent Research  Demonstration  Program,  and,  the  newly  authorized  Comprehensive 
and  Community  Mental  Health  Services  for  Children  Act  (Public  Law  102-321);  (4) 
establishing  the  Child  Mental  Health  Research  Demonstration  Program  based  on 
the  recommendations  of  the  National  Plan  for  Research  on  Child  and  Adolescent 
Mental  Disorders. 

The  National  Consortium  for  Child  and  Adolescent  Mental  Health  Services  fur- 
ther recommends  support  for  community-level  service  system  improvement  pro- 
grams under  the  Center  for  Mental  Health  Services.  Movement  from  state  to  com- 
munity-level service  systems  is  the  natural  sequence  for  this  effective,  efficient  pro- 
gram. Successes  at  the  state-level  provide  the  framework  for  the  development  of 
community-level  programs.  The  CASSP  treatment  approach  supports  a  strong  com- 
munity-based and  comprehensive  approach  to  involve  families  in  multiple  aspects 
of  services  and  delivery. 

The  goal  of  CASSP  has  consistently  been  to  direct  the  service  delivery  in  states 
end  communities  toward  a  philosophy  of  multi-agency  use  and  inter-agency  coordi- 
nation. States  and  communities  work  within  their  current  systems  to  improve  exist- 
ing service  delivery  systems.  CASSP  provides  outstanding  technical  assistance 
through  the  Technical  Assistance  Center  at  the  Georgetown  University  Child  Devel- 
opment Center.  In  addition,  three  special  initiatives  have  been  developed  within  the 
CASSP  program — the  Minority  Initiative,  the  Families  as  Allies  project,  and  the 
High  Risk  Program  for  addressing  the  issue  of  homeless  children  and  adolescents 
and  children  at  risk  for  AIDS.  Refugee  children  and  adolescents  also  receive  a  spe- 
cial focus  in  order  to  help  CASSP  grantees  assure  their  inclusion  in  the  service  sys- 
tem program. 

The  Families  as  Allies  initiative  developed  a  parent  network  between  organiza- 
tions to  share  information  in  fifteen  states,  which  are  currently  in  their  second  year 
of  funding  and  will  be  extended  for  a  third  and  final  year.  CASSP  is  hopeful  that 
funding  will  allow  for  expansion  of  the  Families  as  Allies  initiative  to  new  states 
in  fiscal  year  1993. 

The  Child  and  Adolescent  Research  Demonstration  Program  (PA-91-40)  initiated 
by  CASSP  is  another  important  program  in  need  of  increased  funding.  Started  in 
1990,  this  program  tests  new  models  of  care  in  each  state  in  terms  of  effectiveness 
in  organizing,  delivering  and  financing  programs  to  reach  children  and  adolescents 
with,  or  at  risk  of  developing  serious  emotional  disturbance  (SED).  CASSP  awarded 
ten  three-year  grants  to  eight  different  states.  Specifically,  these  projects  will  pro- 
vide information  on  at-risk,  homeless  adolescents,  victims  of  violence,  substance 
abusers,  HrV  infected  youth,  and  school  dropouts.  CASSP  anticipates  grant  an- 
nouncements in  1994  to  expand  this  research  to  additional  states.  These  study  out- 
comes of  these  studies  provide  a  knowledge  base  crucial  to  development  of  efficient 
means  to  deliver  services  to  children  and  their  families.  While  current  emphasis  on 
research  and  services  research  is  decisive  to  understand  serious  emotional  disorders 
and  the  effectiveness  of  mental  health  services,  it  is  imperative  that  funding  for 
service  system  grant  applications  not  be  curtailed  in  lieu  of  a  research  focus. 

COMPREHENSIVE  COMMUNITY  MENTAL  HEALTH  SERVICES  FOR  CHILDREN  ACT 

These  principles  have  provided  the  groundwork  for  the  Comprehensive  Commu- 
nity Mental  Health  Services  for  Children  Act  (Public  Law  102-321)  which  aims  to 
fund  comprehensive  services  for  children  with  serious  emotional,  behavioral  and 
mental  disorders.  The  child  mental  health  services  program  will  rely  on  the  system 
improvements  generated  by  CASSP  to  enable  states  to  build  the  planning  and  infra- 
structure necessary  for  successful  implementation  of  the  child  mental  health  serv- 
ices program.  While  many  states,  as  a  result  of  CASSP  support,  are  in  a  position 
to  apply  for  and  implement  the  systems  of  care  authorized  through  the  child  mental 
health  services  program,  others  need  continued  preliminary  federal  support  in  order 
to  better  organize  their  state  and  local  systems.  The  program  was  developed  in  col- 
laboration with  state  mental  health  policy  makers,  child  mental  health  researchers 
as  well  as  child  welfare,  special  education  and  juvenile  justice  system  advocates  to 
address  the  needs  of  children  who  are  the  most  difficult  to  serve  in  all  of  these  sys- 
tems. 

Major  studies,  including  one  by  the  Office  of  Technology  Assessment,  have  found 
that  children  in  need  of  mental  health  care  do  not  receive  it,  those  who  are  receiving 
care  are  often  receiving  inappropriate  or  inadequate  care  and,  there  is  a  lack  of  co- 
ordination across  systems  to  meet  the  needs  of  these  children.  This  comprehensive 
children's  services  program  meets  a  national  need  to  translate  what  we  know  about 
children's  mental/emotional  disorders  into  practice.  The  program  was  authorized  at 
$200  million,  but  a  devastatingly  low  $4.9  million  was  appropriated.  In  fiscal  year 
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1994,  $150  million  is  needed  for  this  program  to  become  effective.  An  appropriation 
level  of  $150  million  is  requested  for  the  Comprehensive  Community  Mental  Health 
Services  for  Children  Act  (Public  Law  102-321). 

COMMUNITY  MENTAL  HEALTH  SERVICES  BLOCK  GRANT 

The  Community  Mental  Health  Services  Block  Grant  is  an  important  source  of 
funding  to  all  states.  Through  these  allocations  to  each  of  the  59  states  and  terri- 
tories funds  are  awarded  to  a  range  of  agencies  for  community-based  mental  health 
services  for  children  with  serious  emotional  disorders.  Included  in  the  block  grant 
is  a  mandated  set  aside  of  ten  per  cent  of  the  state  allocation  to  states  for  children's 
services.  The  minimum  set-aside  from  the  block  grant  for  children's  community- 
based  services  for  fiscal  year  1993  is  $26,615  million.  A  number  of  states  have  dedi- 
cated substantially  more  than  the  mandated  amount  in  their  block  grant  allotment 
to  children's  services.  Each  state  is  required  to  set  aside  ten  per  cent  of  their  fiscal 
year  1994  allocation  to  further  increase  funding  for  these  services. 

This  funding  helps  support  children's  community-based  mental  health  services 
contained  in  the  state's  plan  and  covers  the  full  array  of  community-based  treat- 
ment. In  fiscal  year  1994,  $450  million  is  needed  for  the  Community  Mental  Health 
Services  Block  Grant  to  take  a  necessary  step  toward  seeing  that  children  with  seri- 
ous emotional  disorders  receive  appropriate  community-based  treatment  while  re- 
serving the  integrity  of  the  mental  health  services  delivery  system  for  all  popu- 
lations. 

The  National  Consortium  for  Child  Mental  Health  Services  recommends  a  fiscal 
year  1994  appropriations  of  $36  million  for  the  Community  Support  and  CASSP  pro- 
grams. The  Consortium  further  recommends  subcommittee  support  for  $150  million 
in  appropriations  for  the  Comprehensive  Community  Mental  Health  Services  for 
Children  Act  (Public  Law  102-321)  and  $450  million  for  the  Community  Mental 
Health  Services  Block  Grant. 

Thank  you  for  this  opportunity  to  testify. 

Senator  Murray.  You  are  a  school  psychiatrist 

Ms.  Peterson.  Psychologist. 

Senator  Murray  [continuing].  Psychologist  in  a  secondary 
school? 

Ms.  Peterson.  I  have  a  secondary  school,  a  middle  school,  and 
two  elementary  schools. 

Senator  MURRAY.  How  many  students  do  you  serve? 

Ms.  Peterson.  Almost  3,000. 

Senator  MURRAY.  You  are  the  only  psychologist? 

Ms.  Peterson.  I  am  the  only  psychologist  for  those  students. 
That  is  considered,  at  least  in  this  area,  by  some  people  to  be  ade- 
quate. It  is  not  the  recommended  national  level. 

Senator  Murray.  How  long  have  you  been  a  school  psychologist? 

Ms.  Peterson.  I  have  been  in  Montgomery  County  since  the  late 
1960's. 

Senator  Murray.  I  am  curious.  Do  you  see  a  dramatic  increasing 
need  personally  in  what  you  see  in  the  schools  today? 

Ms.  Peterson.  I  am  one  of  the  specialist  in  death  and  dying  and 
bereavement  counseling  in  the  county.  I  am  very  tired  of  going  to 
funerals  and  comforting  survivors.  I  am  very,  very  tired  of  talking 
to  parents  and  parent  groups.  It  is  something  I  wish  I  wasn't  really 
good  at. 

There  is  a  tremendous  increase  in  youth  suicide.  I  have  suicidal 
clients  at  the  age  of  6  we  cannot  get  beds  for. 

We  need  wraparound  services  for  return  to  the  community.  We 
need  to  keep  kids  in  the  home  on  24-hour  vigilance  so  that  they 
do  not  have  to  go  to  hospitals,  they  can  stay  with  the  families.  We 
need  the  kind  of  linkage  that  Nancy  was  talking  about  that  comes 
from  the  States  to  the  communities,  that  can  be  tailored  to  the 
community  needs,  whether  it  is  in  Wyoming  or  whether  it  is  Mary- 
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land.  We  need  to  have  that  flexibility,  and  we  need  to  have  the 
kind  of  technical  assistance  and  oversight  that  can  be  provided. 

Senator  Murray.  I  assume  you  are  employed  by  the  school  dis- 
trict. 

Ms.  Peterson.  I  am  employed  by  Montgomery  County,  yes. 

Senator  Murray.  Is  there  coordination  between  the  county  and 
the  State  and  the  Federal  and  the  school  district? 

Ms.  Peterson.  It  is  awkward  and  there  are  turf  issues.  There  is 
an  awful  lot  of  that  that  still  exists.  There  is  great  improvement. 
When  I  first  was  employed  by  Montgomery  County,  my  paycheck 
was  a  different  color  because  I  worked  for  Head  Start.  So,  the  Fed- 
eral funds  got  different  color  paychecks.  At  least  my  paycheck  is 
the  same  color  now. 

Senator  Murray.  That's  progress. 

Ms.  Peterson.  No;  there  is  improvement,  and  there  are  efforts. 

We  actually  have  the  capacity  to  have  the  best  mental  health 
service  program  in  the  world,  and  we  have  bills  that  have  been  au- 
thorized. You  have  done  it  with  compassion  and  wisdom.  We  really 
need  the  money. 

Senator  MURRAY.  Thank  you. 

Ms.  Peterson.  Thank  you. 

STATEMENT    OF   DAVID   JOHNSON,    Ph.D.,    FEDERATION    OF    BEHAV- 
IORAL, PSYCHOLOGICAL,  AND  COGNITIVE  SCD2NCES 

Senator  Murray.  David  Johnson. 

Dr.  Johnson.  Senator  Murray,  on  behalf  of  the  scientists  of  the 
federation,  I  wish  to  comment  on  the  Office  of  Educational  Re- 
search and  Improvement,  NIH,  and  the  SAMHSA  budgets. 

Although  Congress  has  not  passed  an  OERI  authorization,  we 
urge  the  subcommittee  not  to  recommend  a  current  services  exten- 
sion, but  to  judge  the  merit  of  each  program  to  be  funded.  In  par- 
ticular, we  urge  a  $3  million  funding  level  for  field-initiated  re- 
search. Although  funding  for  the  Center  on  Schooling  of  the  Dis- 
advantaged expires  this  year,  $4  million  is  contained  under  new  re- 
search to  continue  work  on  behalf  of  the  disadvantaged.  We  urge 
support  of  the  full  $15  million  requested  for  new  research.  It  is  a 
national  goal  to  have  all  children  enter  school  ready  to  learn.  We 
ask  you  to  support  the  proposal  to  being  an  early  childhood  longitu- 
dinal survey  to  measure  progress  toward  that  goal. 

Turning  to  NIH,  we  note  that  three  of  the  six  major  Institutes 
supporting  behavioral  research  are  to  be  cut.  The  other  three  are 
to  receive  increases  below  inflation.  This  will  do  great  damage  to 
behavioral  research.  We  hope  that  at  the  least  the  subcommittee 
can  recommend  budgets  that  allow  maintenance  of  current  serv- 
ices. We  wish  to  note  funding  levels  that  would  allow  these  Insti- 
tutes to  provide  their  best  service,  recognizing  that  research  is  an 
investment  in  controlling  health  care  costs. 

At  NICHD,  $684  million  would  support  current  services,  includ- 
ing continuation  of  the  longitudinal,  multisite  study  of  child  care 
practices  and  would  initiate  research  to  reduce  teenage  pregnancies 
and  slow  the  spread  of  sexually  transmitted  diseases. 

At  NIA,  $500  million  would  support  current  services  and  allow 
expanded  clinical  trials  to  improve  symptomatic  treatment  of  Alz- 
heimer's disease. 
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For  the  National  Institute  for  Nursing  Research,  $73,509  million 
would  raise  the  research  funding  rate  above  its  current  7  percent, 
one  of  the  lowest  rates  at  NIH. 

With  $233.9  million,  NIAAA  could  maintain  current  services,  un- 
dertake research  to  improve  treatment  of  alcoholics,  and  begin  a 
longitudinal  study  of  alcohol  use  patterns. 

For  NIMH,  $734.6  million  would  strengthen  service  delivery  re- 
search, advance  research  on  childhood  mental  disorders,  and  en- 
able research  to  understand  life  cycle  changes  in  women's  mental 
health. 

And  $505.1  million  at  NIDA  would  maintain  current  services, 
allow  $8.6  million  for  research  training,  and  launch  research  to  im- 
prove drug  abuse  program  retention  rates. 

PREPARED  STATEMENT 

Let  me  close  with  two  points  about  the  SAMHSA  budget.  Service 
delivery  must  not  lose  touch  with  research.  It  is  essential  to 
strengthen  SAMHSA's  outreach  to  the  former  ADAMHA  research 
institutes.  Second,  we  urge  funding  clinical  training  at  $8  million 
while  initiating  a  study  to  determine  how  best  to  meet  the  Nation's 
mental  health  service  training  needs. 

Thank  you  for  the  opportunity  to  present  our  views. 

[The  statement  follows:] 

Statement  of  David  Johnson 

Mr.  Chairman,  on  behalf  of  the  scientists  of  the  Federation,  I  wish  to  comment 
on  the  OERI,  NIH  and  SAMHSA  budgets. 

Although  Congress  has  not  passed  an  OERI  authorization,  we  urge  the  Sub- 
committee not  to  recommend  a  current  services  extension,  but  to  judge  the  merit 
of  each  program  to  be  funded.  In  particular,  we  urge  a  $3  million  funding  level  for 
field-initiated  research.  Although  funding  for  the  center  on  schooling  of  the  dis- 
advantaged expires  this  year,  $4  million  is  contained  under  new  research  to  con- 
tinue work  on  behalf  of  the  disadvantaged.  We  urge  support  of  the  full  $15  million 
requested  for  new  research.  It  is  a  national  goal  to  have  all  children  enter  school 
ready  to  learn.  We  ask  you  to  support  the  proposal  to  begin  an  Early  Childhood  Lon- 
gitudinal Survey  to  measure  progress  toward  that  goal. 

Turning  to  NIH,  we  note  that  three  of  the  six  major  institutes  supporting  behav- 
ioral research  are  to  be  cut.  The  other  three  are  to  receive  increases  below  inflation. 
This  will  do  great  damage  to  behavioral  research.  We  hope  that  at  the  least,  the 
Subcommittee  can  recommend  budgets  that  allow  maintenance  of  current  services. 
We  wish  to  note  funding  levels  that  would  allow  these  Institutes  to  provide  their 
best  service,  recognizing  that  research  is  an  investment  in  controlling  health  care 
costs. 

Some  $684  million  at  NICHD  would  support  current  services,  including  continu- 
ation of  the  longitudinal,  multi-site  study  of  child-care  practices  and  would  initiate 
research  to  reduce  teenage  pregnancies  and  slow  the  spread  of  sexually  transmitted 
diseases;  $500  million  at  NIA  would  support  current  services  and  allow  expanded 
clinical  trials  to  improve  symptomatic  treatment  of  Alzheimer's  disease;  $73,509  mil- 
lion for  the  National  Institute  for  Nursing  Research  would  raise  the  research  fund- 
ing rate  above  its  current  7  percent,  one  of  the  lowest  rates  at  NIH.  With  $233.9 
million,  NIAAA  could  maintain  current  services,  undertake  research  to  improve 
treatment  of  alcoholics,  and  begin  a  longitudinal  study  of  alcohol  use  patterns; 
$734.6  million  for  NIMH  would  strengthen  service  delivery  research,  advance  re- 
search on  childhood  mental  disorders,  and  enable  research  to  understand  life  cycle 
changes  in  women's  mental  health.  And  $505.1  million  at  NIDA  would  maintain 
current  programs,  allow  $8.6  million  for  research  training,  and  launch  research  to 
improve  drug  abuse  program  retention  rates. 

Let  me  close  with  two  points  about  the  SAMHSA  budget.  Service  delivery  must 
not  lose  touch  with  research.  It  is  essential  to  strengthen  SAMHSA's  outreach  to 
the  former  ADAMHA  research  institutes.  Secondly,  we  urge  funding  clinical  training 
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at  $8  million  while  initiating  a  study  to  determine  how  best  to  meet  the  nation's 
mental  health  services  training  needs. 
Thank  you  for  the  opportunity  to  present  our  views. 

Senator  Murray.  What  would  your  priority  be  out  of  all  of  the 
programs  that  you  have  mentioned? 

Dr.  Johnson.  I  was  thinking  that  you  might  ask  that  question, 
and  to  me  the  question  you  are  asking  is  would  I  be  more  willing 
to  fund  Alzheimer's  disease  research  or  research  to  improve  the 
health  of  children.  That  is  what  you  are  asking. 

I  will  just  give  a  personal  opinion.  If  I  were  being  coldly  practical 
about  it,  I  would  fund  the  child  programs  because  the  payoff  is 
going  to  be  better.  It  is  not  a  great  answer  when  you  are  choosing 
among  one  set  of  human  lives  and  another. 

Senator  Murray.  It  is  a  difficult  question  to  answer.  I  under- 
stand that,  but  I  appreciate  your  response. 

Thank  you  very  much  to  all  of  the  people  on  the  first  panel. 

STATEMENT    OF    JULIAN    DYKE,    POLYCYSTIC    KIDNEY    RESEARCH 
FOUNDATION 

Senator  MURRAY.  We  will  move  on  to  our  second  panel:  Julian 
Dyke,  Dale  Hellegers,  Edward  McCabe,  and  Elizabeth  Bauer.  We 
will  begin  with  Julian  Dyke. 

Mr.  Dyke.  Thank  you,  Senator. 

My  name  is  Julian  Dyke.  I  am  the  president  of  the  Polycystic 
Kidney  Research  Foundation. 

Our  purpose  of  existence  is  to  promote  research  to  determine  the 
cause,  improve  clinical  treatment,  and  find  a  cure  for  polycystic 
kidney  disease.  Polycystic  kidney  disease,  more  commonly  referred 
to  as  PKD,  is  America's  most  common  hereditary  disease.  Between 
500,000  and  600,000  Americans  are  affected  by  the  disease.  That 
is  more  than  cystic  fibrosis,  muscular  dystrophy,  hemophilia,  Hun- 
tington's disease,  Down's  syndrome,  sickle  cell  anemia,  or  a  number 
of  other  serious  diseases  that  are  better  known. 

If  you  have  PKD,  your  children  have  a  50-percent  chance  of  in- 
heriting it.  Polycystic  kidney  disease  inherited,  carried  in  the  body 
for  a  long  period  of  time,  in  an  adult  becomes  identifiable  usually 
between  40  and  about  55.  The  cysts  of  the  kidney  grow.  They  grow 
and  cause  pain.  They  cause  many  other  difficulties,  but  the  renal 
function  deteriorates  to  the  point  where  dialysis  or  transplantation 
are  the  answers.  At  this  time,  there  is  no  cure. 

We  have  learned  through  research  that  kidney  failure  can  be  de- 
layed somewhat  by  treatment  of  high  blood  pressure  and  by  diet 
restriction. 

In  America  today,  1,000  persons  will  die  this  year  of  polycystic 
kidney  disease;  2,000  a  year  will  reach  kidney  failure.  The  cost  to 
the  Federal  Government  for  dialysis  and  transplantation  exceeds 
$750  million. 

Significant  progress  has  been  made.  The  gene  has  been  localized 
and  found  to  be  a  defective  part  of  chromosome  16.  We  are  now 
working  to  learn  its  structure  and  to  find  a  cure. 

The  science  has  made  rapid  strides.  In  1982  the  first  abstract  re- 
search paper  was  presented  to  the  American  Society  of  Nephrology; 
2  years  ago  there  were  22.  Last  November  when  the  American  So- 
ciety of  Nephrology  met  near  here,  44  new  abstracts  of  research 
were  presented  on  the  disease.  We  have  learned  a  lot  from  our  ex- 
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perimentation  and  research  with  animals  about  treatment,  but  the 
time  has  come  now  for  us  to  make  the  investment  to  move  forward. 
The  request  before  you  is  to  continue  to  fund  research  to  the  Na- 
tional Institutes  of  Health,  NIDDK.  They  have  done  a  magnificent 
job.  We  are  requesting  specifically  two  centers  of  excellence  be 
funded  in  America  at  some  of  America's  premier  educational  insti- 
tutions. It  would  cost  $2,500,000  a  year  to  create  these  centers  of 
excellence.  None  now  exist. 

PREPARED  STATEMENT 

But  even  almost  as  important  is  to  continue  the  funding  for  basic 
research,  RFA's,  through  the  National  Institutes  of  Health.  A  rec- 
ommendation that  we  would  make  for  the  coming  year  is  it  be 
funded  at  a  $3  million  level. 

The  sum  of  $5.5  million  is  a  very  modest  investment  when  you 
look  at  the  expenditure  of  the  Federal  Government  for  transplan- 
tation and  dialysis  which  is  now  approaching  $1  billion. 

I  would  be  glad  to  answer  to  your  questions. 

[The  statement  follows:] 

Statement  of  Julian  Dyke 

My  name  is  Julian  Dyke.  I  serve  as  President  of  the  Polycystic  Kidney  Research 
Foundation.  The  Foundation  directly  serves  over  22,000  patients,  families,  friends, 
and  health  professionals  in  regard  to  research  developments  and  medical  treatment 
related  to  polycystic  kidney  disease  (PKD).  Seventy-five  to  one  hundred  new  persons 
are  added  each  month. 

More  than  500,000  U.S.  residents  have  PKD.  It  is  not  a  rare  condition.  It  is  the 
most  common  genetic  illness  that  causes  kidney  failure.  If  all  of  this  country's  PKD 
patients  were  to  congregate  in  one  place,  it  would  be  slightly  less  than  the  popu- 
lation of  Washington,  D.C.  We  all  know  of  cystic  fibrosis,  muscular  dystrophy,  hemo- 
philia, Huntington's  disease,  Down's  Syndrome  and  sickle  cell  anemia.  More  Ameri- 
cans have  PKD  than  any  of  these  diseases. 

PKD  attacks  both  small  children  at  birth  and  adults  in  the  prime  of  life.  If  you 
have  PKD,  your  children  have  a  50  percent  chance  of  inheriting  it. 

In  PKD,  fluid  filled  cavities,  known  as  cysts,  form  in  the  kidneys.  This  disrupts 
the  kidney's  ability  to  perform  its  function  of  removing  toxins  from  the  body.  The 
liver  may  also  be  affected,  and  aneurysms  can  form  in  strategic  blood  vessels. 
Autosomal  dominant  polycystic  kidney  disease  (ADPKD)  is  the  most  common  form 
of  this  disease.  It  is  usually  diagnosed  in  the  third  or  fourth  decade  of  life,  when 
symptoms  develop.  Such  symptoms  may  include  severe  kidney  pain,  bladder  and 
kidney  infections  and  blood  in  the  urine;  high  blood  pressure  is  also  an  early  sign 
of  the  disease.  The  rupture  of  a  cranial  or  abdominal  aneurysm  can  lead  to  sudden 
death  of  a  seemingly  healthy  individual.  In  PKD  patients,  the  kidneys,  which  are 
normally  the  size  of  your  fist,  can  grow  as  large  as  a  football  and  weigh  eight  to 
ten  pounds.  As  the  disease  progresses,  approximately  50  percent  of  all  PKD  patients 
will  suffer  from  kidney  failure  and  require  either  dialysis  or  a  transplant  to  remain 
alive. 

Recessive  PKD  affects  newborn  children  and  is  usually  fatal.  Though  less  common 
than  the  ADPKD,  this  infantile  disease  has  a  devastating  impact.  As  with  cystic  fi- 
brosis, neither  parent  is  aware  of  the  mutant  gene  they  carry. 

One  thousand  persons  die  each  year  of  PKD;  two  thousand  cases  a  year  reach  kid- 
ney failure.  The  direct  cost  of  treating  PKD  by  dialysis,  renal  transplantation  and 
temporizing  medical  care  exceeds  $750  million  per  year,  most  of  which  is  borne  by 
the  federal  government. 

Solid  progress  had  been  made  by  medical  researchers  toward  finding  a  cure.  The 
gene  causing  the  common  form  of  PKD  has  been  localized,  and  it  is  reasonable  to 
expect  that  it  will  be  cloned  soon. 

New  research  indicates  that  the  pathogenesis  of  PKD  is  understood  well  enough 
to  serve  as  a  background  for  innovative  treatment  strategies.  Laboratory  studies  in 
experimental  animals  indicate  that  the  cause  of  PKD  can  be  slowed  by  special  diets 
and  by  pharmacologic  agents  that  lower  blood  pressure  and  decrease  the  inflamma- 
tion in  polycystic  kidneys. 
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PKD  is  now  viewed  by  the  scientific  community  as  a  disorder  that  can  be  effec- 
tively treated  and  soon  cured.  Effective  therapy  could  produce  significant  savings  for 
the  federal  government;  thus,  additional  research  now  would  represent  an  excellent 
investment  on  behalf  of  the  taxpayers. 

The  Polycystic  Kidney  Research  Foundation  has  made  research  grants  of  $762,186 
to  24  different  researchers  representing  16  academic  institutions  in  the  United 
States.  The  funding  for  these  research  grants  is  derived  from  the  contributions  of 
PKD  patients,  families  and  friends  from  across  the  nation.  In  addition  to  providing 
research  funds,  the  PKR  Foundation  has  hosted  educational  workshops  of  national 
and  international  scope.  More  than  five  million  persons  in  the  world  are  affected 
by  polycystic  kidney  disease. 

The  initiatives  of  the  National  Institutes  of  Health,  through  the  National  Institute 
of  Diabetes  and  Digestive  and  Kidney  Diseases,  have  helped  us  engender  a  new 
spirit  in  the  research  community  as  investigators  from  other  fields  begin  to  look  at 
PKD  as  a  disease  ready  for  meaningful  attack.  The  number  of  research  reports  on 
PKD  presented  at  the  annual  meeting  of  the  American  Society  of  Nephrology  dou- 
bled from  1991  to  1992. 

Additional  support  is  needed  to  build  on  the  recent  momentum: 

Two  Centers  of  Excellence  emphasizing  research  into  the  genetic  basis,  the  patho- 
genesis and  the  treatment  of  polycystic  kidney  disease.  These  centers  would  allow 
investigators  from  several  disciplines  to  work  cooperatively  on  the  PKD  problem. 
Cost:  $2,500,000  per  year. 

Request  for  investigator  initiated  applications  (RFA's)  to  foster  creative  and  inno- 
vative approaches  to  isolate,  clone  and  characterize  the  biologic  behavior  of  the 
genes  for  PKD1,  PKD2,  and  ARPKD,  and  to  search  for  novel  therapeutic  approaches 
to  slow  disease  progression.  Cost:  $3,000,000  per  year. 

Clearly,  this  proposal  is  warranted  by  the  state  of  the  science  and  is  worthy  of 
this  investment.  We  urge  the  committee,  in  this  way,  to  continue  its  support  of  the 
magnificent  work  of  the  National  Institute  of  Diabetes  and  Digestive  and  Kidney 
Diseases/National  Institutes  of  Health. 

Senator  Murray.  What  is  the  philosophy  behind  creating  the  two 
centers,  rather  than  having  the  research  done  at  a  variety  of  insti- 
tutions? 

Mr.  Dyke.  We  want  to  continue  the  innovative  research,  but  the 
feeling  has  been,  as  demonstrated  I  believe  by  other  fields,  that  by 
bringing  a  number  of  quality  researchers  from  various  fields  to- 
gether in  a  single  institution,  we  can  give  a  focus  to  the  research 
for  the  disease. 

The  reason  the  request  is  for  two  centers  is  that  one  continue  to 
focus  on  finding  a  cure,  the  other  is  now,  after  the  experimentation 
and  research  with  animals,  to  focus  on  treatment.  Currently  there 
is  no  successful  treatment. 

Also,  you  would  be  interested,  I  am  sure,  to  know  that  the  dis- 
ease also  affects  children,  and  it  is  devastating.  Fortunately,  some 
of  the  very  best  work  in  the  country  in  this  area  is  being  done  at 
an  outstanding  institution  in  Seattle  by  the  Children's  Hospital. 
Dr.  Ellis  Abner  and  his  team  continue  to  do  a  superb  job.  NIH  is 
funding  part  of  that  research.  The  foundation  is  also  able  to  fund 
some  of  the  young  team  members  as  they  pursue  research  in  trying 
to  handle  this  devastating  disease  for  children. 

Senator  Murray.  Would  the  centers  be  at  some  established  re- 
search place  such  as  the  Children's  Orthopedic  Hospital,  or  are  you 
looking  for 

Mr.  Dyke.  Yes;  and  NIH  would  determine  that.  There  are  some 
outstanding  possibilities.  Some  of  the  work  being  done  today  at 
Yale,  Northwestern,  Johns  Hopkins  University,  Mayo  Clinic,  Kan- 
sas University,  University  of  Colorado,  University  of  Washington. 
These  are  some  of  the  outstanding  ones,  and  there  are  others.  The 
NIH  would  have  to  make,  if  the  funding  were  available,  a  decision 
of  where  the  two  centers  would  be. 
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Senator  Murray.  Thank  you. 

STATEMENT  OF  DALE  M.  HELLEGERS,  IgA  NEPHROPATHY  SUPPORT 
NETWORK 

Senator  Murray.  Our  next  witness  is  Dale  Hellegers. 

Ms.  Hellegers.  Senator  Murray,  ladies  and  gentlemen,  my 
name  is  Dale  Hellegers,  and  I  am  president  of  the  IgA 
Nephropathy  Support  Network.  IgA  nephropathy  is  a  kidney  dis- 
ease with  no  known  cause,  no  proven  treatment,  and  no  cure. 

My  own  experience  with  the  disease  began  a  little  over  3  years 
ago  when  my  son,  then  age  10,  was  diagnosed  with  it.  Since  then 
I  have  watched  him  miss  60  to  80  or  more  days  of  school  each  year. 
He  is  often  exhausted  but  unable  to  sleep.  He  suffers  intense  pain 
sometimes,  and  there  are  times  when  he  literally  pounds  the  wall 
in  rage  and  frustration  over  what  has  become  of  his  very  young 
life. 

When  this  disease  was  first  identified  in  the  late  1960's,  it  was 
thought  rare  and  benign.  We  now  know  it  is  neither.  Some  patients 
progress  to  kidney  failure  within  months,  but  for  up  to  50  percent 
it  takes  10  or  20  or  more  years  for  the  disease  to  slowly  destroy 
their  kidneys.  IgA  nephropathy  is  the  world's  most  common  glo- 
merulonephritis or  inflammation  of  the  glomeruli  of  the  kidney's 
filtering  units.  Glomerulonephritis  ranks  right  behind  diabetes  and 
hypertension  as  contributors  to  renal  failure.  Victims  of  IgA 
nephropathy,  however,  tend  to  be  younger  and  healthier  than  vic- 
tims of  diabetic  or  hypertensive  kidney  disease.  So,  they  stay  in 
Medicare's  end  stage  renal  program  disease  longer  and  they  end  up 
costing  the  Federal  Government  more. 

We  know  virtually  nothing  about  IgA  nephropathy.  We  do  not 
know  whether  it  is  truly  a  kidney  disease  or  an  immune  dysfunc- 
tion. We  believe  it  is  not  contagious,  but  we  do  not  know  what 
causes  it.  We  know  it  is  not  inherited  like  cystic  fibrosis,  but  we 
do  not  know  if  there  is  any  genetic  predisposition  to  its  develop- 
ment. We  do  not  know  how  to  prevent  its  slow  progression  to  renal 
failure.  We  do  not  know  how  to  protect  ourselves  from  it. 

Nor  do  we  know  how  many  Americans  have  IgA  nephropathy. 
The  Centers  for  Disease  Control  estimate  at  least  150,000  do.  Ap- 
proximately 2,800  to  4,200  people  enter  Medicare's  ESRD  program 
each  year  because  of  renal  failure  from  IgA  nephropathy.  In  1989 
each  of  these  cost  Medicare  an  average  of  $30,900.  That  comes  to 
$86  million  to  $148  million  each  year  for  each  new  class  of  IgA 
nephropathy  victims.  Those  already  in  the  ESRD  program  are 
being  maintained  at  an  annual  cost  of  about  one-half  billion  dol- 
lars. 

Contrast  these  figures  with  the  $500,000  that  NIH  has  spent  in 
the  past  decade  in  research  on  this  disease.  That  is  $500,000  for 
a  single  5-year  grant.  Per  annum  that  works  out  to  one  one-thou- 
sandth of  what  Medicare  spends  to  take  care  of  those  whose  kid- 
neys have  failed  in  any  given  year  because  of  this  one  disease. 

Recently,  however,  the  NIDDK  has  acknowledged  the  seriousness 
of  IgA  and  it  has  earmarked  $750,000  for  basic  research.  We  would 
ask  the  subcommittee  to  help  the  NIDDK  expand  its  efforts  by  ap- 
propriating an  additional  $4  million  for  basic  research  and  the  es- 
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tablishment  of  at  least  one  specialized  program  of  research  excel- 
lence. 

We  would  also  request  an  additional  $3  million  for  clinical  re- 
search and  trials  because  very  heavy  duty  drugs  are  being  used  on 
children  and  adults  without  any  proof  of  their  efficacy. 

Third,  we  urge  the  subcommittee  to  appropriate  $500,000  for  the 
establishment  under  the  NIDDK  supervision  of  a  data  base  on  IgA 
nephropathy  patients  as  a  pilot  project  for  a  comprehensive  renal 
disease  data  base.  This  is  of  critical  importance.  IgA  nephropathy 
is  one  of  many  obscure  but  devastating  kidney  diseases  that  have 
a  fiscal  and  societal  impact  disproportionate  to  their  numbers.  We 
believe  there  should  be  a  comprehensive  renal  disease  database 
that  would  focus  on  the  early  stages  of  all  kidney  diseases,  encour- 
aging research  into  their  causes  and  into  treatments  capable  of  ar- 
resting their  progression. 

PREPARED  STATEMENT 

Last,  we  urge  you  not  to  take  these  funds,  if  at  all  possible,  from 
the  NIDDK  research  projects  grants  for  extramural  research.  We 
have  no  desire  to  deprive  other  deadly  kidney  diseases  of  research 
funding. 

I  thank  you,  and  if  you  have  questions,  I  would  be  happy  to  an- 
swer them. 

[The  statement  follows:] 

Statement  of  Dale  M.  Hellegers 

Mr.  Chairman  and  members  of  the  subcommittee,  my  name  is  Dale  M.  Hellegers, 
and  I  am  the  founder  and  president  of  the  IgA  Nephropathy  Support  Network.  In 
existence  for  two  years,  the  Network  serves  as  a  clearinghouse  for  information  on 
the  disease  IgA  Nephropathy.  We  are  incorporated  in  the  state  of  Pennsylvania  as 
a  nonprofit  charitable  organization. 

A  little  over  three  years  ago,  my  son  began  to  experience  a  mysterious  parade  of 
colds,  earaches,  and  influenza.  Normally  a  healthy,  active  ten  year-old,  Gordon 
would  come  home  from  school  too  tired  even  to  eat.  An  avid  basketball  player,  he 
didn't  have  the  stamina  to  play  for  his  school's  team  for  more  than  a  few  minutes 
before  becoming  winded.  Antibiotics,  routinely  prescribed  for  his  disparate  illnesses, 
would  make  him  more  or  less  well  for  about  two  weeks,  but  then  he'd  fall  sick  again. 
He  looked  like  a  cadaver,  his  face  pasty  white,  his  eyes  circled. 

Like  other  parents  whose  children  have  unusual  illnesses,  we  endured  suggestions 
that  it  was  "all  in  his  head."  Then  one  pediatrician  had  the  wit  to  ask  for  a  urine 
sample.  It  looked  like  Coca-Cola.  My  son  was  having  an  episode  of  gross  hematuria, 
or  blood  in  his  urine.  He  was  also  losing  over  2  grams  of  protein  a  day.  Within 
weeks  he  was  biopsied  at  Children's  Hospital  of  Philadelphia  and  diagnosed  as  hav- 
ing IgA  Nephropathy. 

I'll  never  forget  the  doctors'  briefly  self-congratulatory  smiles  that  accompanied 
that  diagnosis,  followed  by  their  shrugged  shoulders  as  it  became  obvious  American 
medicine  had  nothing  to  offer. 

They  had  nothing  to  offer  when  his  body  was  racked  by  pain  so  intense  there  were 
times  he  could  not  walk.  They  had  nothing  to  offer  when  he  needed  fifteen  hours 
of  sleep  a  day,  yet  could  not  fall  asleep,  or  when  he  pounded  the  walls  in  rage  and 
frustration  at  missing  60,  70,  80  or  more  days  of  school  a  year.  The  best  my  son's 
doctors  could  do  was  to  recommend  putting  him  on  massive  doses  of  prednisone,  a 
corticosteroid.  His  heavy  proteinuria  and  certain  lesions  in  his  biopsy  suggested 
what  doctors  euphemistically  refer  to  as  a  possibly  poor  outcome.  But  the  remedy 
they  proffered  might  impair  my  son's  growth,  damage  his  bones,  cause  his  eyes  to 
cloud  with  cataracts,  and  even  induce  diabetes.  Whether  it  would  lessen  his  protein- 
uria was  unclear;  whether  it  would  retard  the  progress  of  his  kidney  disease  was 
even  less  clear. 

IgA  Nephropathy  is  a  disease  with  no  known  cause,  no  proven  treatment,  and  no 
cure.  I  refer  you  to  the  attached  pamphlet  for  a  detailed  explanation,  but  what  hap- 
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pens  in  IgA  Nephropathy  is,  basically,  that  the  glomeruli,  millions  of  minuscule  fil- 
tering umts  within  our  kidneys,  become — and  stay — inflamed. 

We  don't  know  precisely  how  IgA  Nephropathy  develops,  but  it  is  considered  to 
be  an  immune-complex  mediated  disease.  Normally  the  immune  complexes  produced 
by  your  body  in  the  process  of  fighting  off  outside  invaders  circulate  through  the 
bloodstream  until  they  are  removed  by  the  liver  and  other  organs.  In  IgA 
Nephropathy,  however,  they  become  trapped  in  the  kidneys'  glomeruli.  Once 
trapped,  these  immune  complexes  become  like  magnets  for  the  rest  of  the  body's  im- 
mune response,  a  process  that  ends  up  injuring  glomerular  tissue  and  destroying 
filtering  capacity.  It  is  a  vicious  cycle.  As  filtering  units  are  lost,  the  kidneys  try 
desperately  to  adapt  by  increasing  fluid  pressure  in  the  remaining  nephrons.  Hyper- 
tension develops.  The  strain  on  the  kidneys  worsens  and,  basically,  it's  all  downhill 
from  there.  What  precipitates  this  cycle,  we  do  not  know.  Once  the  damage  is  done, 
it  is  irreversible. 

IgA  Nephropathy  is  a  disease  that  was  first  identified  by  the  French  doctor  Jean 
Berger  in  the  late  1960's.  It  is  not  believed  to  be  a  new  disease,  but  rather  one  that 
could  not  be  differentiated  from  certain  other  kidney  diseases  until  the  development 
of  immunofluorescent  microscopy.  To  be  properly  diagnosed,  a  patient  suspected  of 
having  IgA  Nephropathy  must  be  biopsied.  Under  immunofluorescence,  the  tissue 
samples  show  deposits  of  Immunoglobulin  A  in  characteristic  granular  patterns 
along  the  glomerular  mesangium. 

Unfortunately,  in  the  U.S.  few  patients  are  biopsied  for  mild  proteinuria  and 
microhematuria.  The  Catch-22  here  is  that  because  doctors  do  not  routinely  perform 
urinalyses,  they  frequently  fail  to  catch  proteinuria  and  microhematuria,  for  neither 
of  these  is  visible  to  the  naked  eye.  The  practical  result  is  that  a  lot  of  people  who 
have  IgA  Nephropathy  don't  know  it — until,  if  they're  lucky,  they  have  a  crisis,  like 
severe  abdominal  pain  that  sends  them  to  the  hospital  with  suspected  appendicitis, 
or  massive  hematuria  in  their  urine.  If  they're  unlucky,  they  don't  realize  they  have 
a  problem  until  they  suddenly  go  into  renal  failure. 

In  the  early  years  after  its  discovery"  by  Berger,  IgA  Nephropathy  was  thought 
to  be  a  fairly  benign  disease.  But  over  time  it  became  apparent  that  the  disease 
slowly,  but  usually  relentlessly,  progressed  to  renal  failure.  Except  for  the  few  that 
have  rapidly  progressive  IgA  Nephropathy,  most  patients  will  take  years,  even  a 
decade  or  two,  to  develop  kidney  failure.  In  only  perhaps  4  percent  of  reported  cases 
has  there  been  spontaneous  remission. 

Unlike  many  other  kidney  ailments,  IgA  Nephropathy  is  not  associated  with  any 
primary  degenerative  diseases,  such  as  diabetes.  IgA  Nephropathy  strikes  the  very 
young  as  well  as  the  old.  It  strikes  adults  in  the  early  prime  of  life.  It  strikes  women 
as  well  as  men,  girls  as  well  as  boys.  It  strikes  normal,  healthy  people.  The  younger 
the  victims,  the  longer  they  will  be  on  dialysis,  or  the  more  transplants  they  are 
likely  to  undergo,  once  their  kidneys  fail.  The  longer  they  are  in  Medicare's  End- 
Stage  Renal  Disease  (ESRD)  program,  the  more  they  cost  the  federal  government, 
the  states,  and  private  insurers. 

But  IgA  Nephropathy  can  carry  huge  costs  well  before  kidney  failure  comes.  Be- 
cause the  disease  has  been  so  little  studied  in  the  U.S.,  there  is  no  adequate  symp- 
tomatology in  the  medical  literature.  One  authority  notes  that  there  are  few  appar- 
ent symptoms,  although  patients  may  experience  malaise  [feeling  of  weakness],  low- 
grade  fever,  flulike  symptoms,  and  myalgias  [muscle  pains]  during  episodes  of  gross 
hematuria.  If  this  were  all  there  were  to  the  disease,  apart  from  the  threat  of  kidney 
failure,  I  probably  wouldn't  be  here  today.  Unfortunately,  there's  a  lot  more. 

Again,  I  refer  you  to  the  attached  pamphlet  for  details.  But  I  will  mention  here 
that  the  dominant  complaint  from  patients  is  of  overwhelming  fatigue,  even  among 
those  who  show  no  loss  of  kidney  function,  even  among  those  who  have  not  yet  de- 
veloped hypertension.  In  many  cases  exhaustion  is  so  severe  as  to  make  it  impos- 
sible to  live  a  normal  life,  hold  a  job,  or  attend  school. 

Now,  however,  it's  time  to  discuss  numbers  rather  than  individuals.  Glomerulo- 
nephritis, or  inflammation  of  the  glomeruli,  is  the  third  leading  cause  of  kidney  fail- 
ure in  this  country,  contributing  from  13-20  percent  of  those  entering  Medicare's 
ESRD  program  over  the  past  few  years.  Only  diabetes  and  hypertension  contribute 
more.  But  unlike  those,  glomerulonephritis  is  not  a  degenerative  disease.  Its  victims 
are  younger;  they  will  be  in  the  ESRD  program  longer,  and  they  are  more  likely 
to  be  candidates  for  transplants.  In  fact,  if  we  look  at  the  U.S.  Renal  Data  Systems' 
point  prevalence  data  for  1989,  that  is,  the  number  of  ESRD  patients  alive  and  in 
the  program  as  of  the  end  of  1989,  we  see  that  there  were  roughly  37,000  diabetics, 
35,000  nypertensives,  and  about  32,000  people  with  glomerulonephritis.  Diabetes 
and  hypertension  may  each  send  over  twice  as  many  patients  into  end-stage  renal 
failure  as  glomerulonephritis  in  any  recent  year,  but  being  older  and  often  sicker, 
these  same  patients  die  in  greater  numbers  than  those  with  glomerulonephritis.  At 
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some  point,  the  pool  of  patients  in  the  ESRD  program  because  of  glomerulonephritis 
will  probably  outnumber  those  with  other  diseases. 

What  does  this  have  to  do  with  IgA  Nephropathy?  Simply  this:  IgA  Nephropathy 
is  the  world's  most  common  glomerulonephritis.  It  is  reliably  estimated  to  be  the 
disease  of  the  overwhelming  majority  of  those  sent  to  Medicare  because  of  glomeru- 
lonephritis, perhaps  even  the  disease  that  causes  10  percent  of  all  end-stage  renal 
failure.  And  we  know  frighteningly  little  about  it. 

Approximately  2,800  to  4,200  Americans  go  into  renal  failure — and  into  Medi- 
care's ESRD  program — each  year  because  of  IgA  Nephropathy.  This  may  not  sound 
like  very  many  people,  but  each  of  them  cost  Medicare  an  average  of  $30,900  in 
1989.  According  to  my  trusty  calculator  that  means  we  are  spending  anywhere  from 
$86  million  to  well  over  $148  million  each  year  for  each  new  "class"  of  IgA 
Nephropathy  victims.  That  is  in  addition  to  the  approximately  half  a  billion  dollars 
spent  annually  to  take  care  of  those  already  in  the  program. 

Dr.  Matthew  Zack,  medical  epidemiologist  with  the  Centers  for  Disease  Control, 
estimates  the  number  of  Americans  with  IgA  at  150,000,  and  he  fears  that  may  be 
just  the  tip  of  the  iceberg,  because  that  is  an  estimate  of  diagnosed  cases.  There 
are  many  more,  Dr.  Zack  believes,  who  have  the  disease  but  don't  know  it.  Up  to 
50  percent  of  these  people  will  end  up  in  renal  failure,  some  within  as  short  a  period 
as  a  few  months,  but  most  only  after  years. 

This  past  year  the  Network  has  worked,  with  much  success,  to  awaken  scientific 
interest  in  IgA  Nephropathy.  We  are  delighted  to  learn  that  the  NIDDK  has  recog- 
nized the  seriousness  of  IgA  Nephropathy  by  approving  the  expenditure,  from  its 
fiscal  year  1994  budget,  of  $750,000  for  basic  research  into  this  disease.  This  is  a 
worthwhile  start  that  needs  to  be  supported.  Accordingly,  we  request  that  the  Sub- 
committee approve  the  following:  (1)  An  additional  appropriation  of  $4,000,000  for 
basic  research  into  IgA  Nephropathy  and  for  the  establishment  of  at  least  one  spe- 
cialized program  of  research  excellence  (SPORE)  for  the  study  of  IgA  Nephropathy; 
(2)  an  appropriation  of  $3,000,000  for  clinical  research  and  trials;  and  (3)  an  appro- 

Rriation  of  $500,000  for  the  establishment,  by  NIDDK  of  a  database  on  IgA 
fephropathy  patients.  Such  database  is  to  be  used  as  a  pilot  project  to  test  the  fea- 
sibility of  a  comprehensive  database  for  all  early-stage  renal  diseases.  A  supporting 
statement  for  these  requests  is  attached. 

Senator  Murray.  In  the  3  years  that  you  have  been  involved 
with  this  disease,  have  you  seen  any  improvements  in  research  or 
any  results  of  any  research? 

Ms.  HELLEGERS.  No;  there  was  a  flurry  of  research  or  grant  ap- 
plications in  this  country  in  1988  when  the  NIH  did  sponsor  a  sym- 
posium on  the  disease.  They  were  supposed  to  issue  an  RFA  at  that 
time  for  research  grants.  They  never  got  around  to  it.  So,  the  inter- 
est has  died. 

Most  of  the  research  that  we  see  now  comes  from  abroad.  There 
is  relatively  little  being  done  in  this  country,  and  it  is  really  for 
lack  of  funds.  I  do  know  personally  of  scientists  who  have  left  the 
area  of  IgA  nephropathy  and  gone  into  other  fields  because  there 
was  no  money  available. 

Senator  Murray.  Thank  you. 

STATEMENT  OF  EDWARD  R.B.  McCABE,  M.D.,  Ph.D.,  BAYLOR  MENTAL 
RETARDATION  RESEARCH  CENTER 

Senator  Murray.  Edward  McCabe. 

Dr.  McCabe.  Good  morning,  Senator  Murray.  My  name  is  Ed- 
ward McCabe  and  I  am  director  of  the  Mental  Retardation  Re- 
search Center  at  Baylor  College  of  Medicine  in  Houston,  TX.  I  wish 
to  thank  you  for  this  opportunity  to  appear  today  regarding  the  Na- 
tional Institute  of  Child  Health  and  Human  Development,  NICHD, 
and  its  14  mental  retardation  research  centers,  or  MRRC's. 

Every  year  125,000  children  join  the  7.5  million  Americans  with 
mental  retardation.  While  over  350  different  causes  of  mental  re- 
tardation are  known,  these  causes  account  for  only  one-quarter  of 
the  cases. 
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Over  the  last  30  years,  the  MRRC's  have  compiled  an  impressive 
record  of  scientific  achievements  that  have  become  the  foundation 
for  many  of  our  Nation's  preventive  initiatives.  For  example, 
MRRC  research  established  the  dangers  of  maternal  alcohol  con- 
sumption, identified  lead  as  a  major  cause  of  mental  retardation 
even  at  levels  previously  considered  safe,  defined  the  cause  of  frag- 
ile X  syndrome,  the  leading  heritable  cause  of  mental  retardation, 
and  identifying  a  new  mechanism  for  developmental  disorders 
through  this  research,  developed  techniques  for  early  intervention 
services  for  children  at  risk  for  developmental  delay,  and  pioneered 
gene  therapy  research. 

The  reduced  funding  for  the  MRRC's  has  become  a  major  impedi- 
ment to  developing  the  knowledge  base  that  will  improve  opportu- 
nities for  these  individuals.  For  the  past  5  years,  the  centers  have 
seen  their  awards  reduced  by  over  20  percent.  These  reductions 
have  kept  centers  from  acquiring  necessary  equipment  and  tech- 
nology, from  hiring  the  next  generation  of  scientists,  and  from  pur- 
suing new  science  for  fear  that  it  will  be  too  costly. 

PREPARED  STATEMENT 

We  are  on  the  verge  of  significant  advances  in  many  areas,  but 
far  too  often  these  opportunities  are  limited  by  funding  and  man- 
power. While  NICHD  has  one  of  the  broadest  research  mandates 
of  any  NIH  institute,  it  has  grown  less  than  all  others.  I  urge  you 
to  provide  $685  million  for  NICHD.  This  amount  would  allow  for 
the  capacity  of  the  MRRC's  to  be  restored  to  their  approved  fund- 
ing levels  by  allowing  their  appropriation  to  increase  from  $10.96 
million  to  $14  million. 

Thank  you  for  this  opportunity  to  testify.  I  would  be  happy  to  re- 
spond to  any  questions.  Thank  you. 

[The  statement  follows:] 

Statement  of  Edward  R.B.  McCabe 

Good  morning,  Chairman  Harkin  and  members  of  the  subcommittee,  my  name  is 
Edward  McCabe  and  I  am  the  Director  of  the  Baylor  Mental  Retardation  Research 
Center  at  Baylor  College  of  Medicine  in  Houston,  Texas.  I  wish  to  thank  you  for 
this  opportunity  to  appear  today  regarding  the  National  Institute  of  Child  Health 
and  Human  Development  (NICHD)  and  its  Mental  Retardation  Research  Centers 
(MRRC). 

Every  year,  125,000  children  join  the  7.5  million  Americans  with  mental  retarda- 
tion. While  over  350  different  causes  of  mental  retardation  are  known,  these  causes 
account  for  only  one  quarter  of  the  cases.  The  Centers  for  Disease  Control  and  Pre- 
vention report  that  birth  defects,  which  represent  only  one  group  of  causes  of  mental 
retardation  and  developmental  disabilities  in  children,  are  the  leading  cause  of  in- 
fant mortality. 

Established  in  1963  at  the  NICHD,  the  14  Mental  Retardation  Research  Centers, 
or  MRRC's,  pursue  research  that  will  lead  to  the  understanding  of  the  causes  of 
mental  retardation  and  other  developmental  disabilities,  identify  and  meet  the 
needs  of  people  with  developmental  disabilities  as  well  as  develop  methods  to  pre- 
vent these  conditions  that  affect  three  percent  of  our  population.  Over  these  past 
thirty  years,  the  MRRC's  have  compiled  an  impressive  record  of  scientific  achieve- 
ments that  have  become  the  foundation  for  many  of  our  Nation's  prevention  initia- 
tives. For  example,  MRRC  research  established  the  dangers  of  maternal  alcohol  con- 
sumption, especially  early  in  pregnancy.  In  addition,  this  research  identified  lead  as 
a  major  cause  of  mental  retardation  even  at  levels  previously  considered  safe. 

Realizing  that  the  causes  of  mental  retardation  and  developmental  disabilities  in- 
clude biomedical,  behavioral  and  social  variables,  the  Mental  Retardation  Research 
Centers  engage  in  basic  and  applied  research  in  all  of  these  areas.  At  our  own  cen- 
ter at  Baylor  College  of  Medicine  in  Houston,  investigators  have  defined  the  cause 
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of  Fragile  X  syndrome,  the  leading  heritable  cause  of  mental  retardation,  and  this 
work  identified  a  new  mechanism  underlying  developmental  disorders.  Since  many 
of  our  investigators  are  clinicians  as  well  as  scientists,  they  were  able  to  extrapolate 
this  new  mechanisms  to  other  disease  states,  and  define  the  basis  for  myotonic  dys- 
trophy, the  leading  genetic  cause  of  muscular  dystrophy.  Within  a  three  month  pe- 
riod, beginning  around  Thanksgiving,  this  work  moved  from  speculation,  to  cloning 
the  gene,  to  developing  a  diagnostic  test  that  I  used  clinically  to  counsel  a  young 
family  with  a  severely  disabled  child  in  early  February.  The  MRRC's  facilitate  rapid 
transfer  of  technology  from  the  research  laboratory  bench  to  the  patients'  bedsides. 

In  the  behavioral  sciences,  these  NICHD  funded  centers  are  developing  tech- 
niques for  early  intervention  services  for  children  at  risk  of  developmental  delay. 
The  Carolina  Abecedarian  Project  at  the  University  of  North  Carolina  began  in  1972 
and  has  affirmed  that  children  born  to  low-income  families  or  those  with  a  low  birth 
weight  have  a  much  greater  chance  of  growing  up  with  average  intelligence  if  they 
are  enrolled  in  early  intervention  programs.  The  research  found  that  when  children 
are  enrolled  in  infant  stimulation  and  special  instructional  programs  until  age  8, 
years  later  they  scored  significantly  higher  on  IQ  and  reading  achievements  tests 
than  did  children  from  similar  backgrounds  who  did  not  participate  in  such  pro- 
grams. 

By  combining  basic  biomedical  and  behavioral  science,  MRRC  research  has  devel- 
oped successful  treatments  that  reduce  self-injurious  behaviors  in  some  individuals 
with  mental  retardation.  As  you  know,  many  people  with  mental  retardation  are 
forced  into  restrictive  living  settings,  not  because  of  their  mental  retardation,  but 
because  of  their  tendency  to  harm  themselves.  MRRC  researchers  have  found 
changes  in  brain  chemistry  that  cause  self-injurious  behavior  as  well  as  medications 
that  correct  them.  Combined  with  positive  behavior  management  techniques,  many 
of  these  individuals  will  experience  a  marked  reduction  in  their  self-injurious  behav- 
ior. 

While  these  accomplishments  are  encouraging,  the  funding  history  of  the  MRRC's 
has  become  a  major  impediment  to  developing  the  knowledge  base  that  will  improve 
opportunities  for  individuals  with  mental  retardation  and  developmental  disabil- 
ities. Currently,  less  than  one  half  of  one  percent  of  all  federal  monies  which  are 
allocated  for  programs  affecting  individuals  with  mental  retardation  and  devel- 
opmental disabilities  goes  to  research.  When  the  Centers  were  established,  they  re- 
ceived 7.7  percent  of  these  funds.  In  addition,  for  the  past  five  years,  the  Centers 
have  seen  their  awards  reduced  by  over  20  percent.  These  reductions  have  kept 
Centers  from  acquiring  necessary  equipment  and  technology,  from  hiring  the  next 
generation  of  scientists,  and  from  pursing  new  science  for  fear  that  it  will  be  too 
costly. 

Without  additional  resources,  the  battle  to  prevent  childhood  disabilities  and  dis- 
eases through  greater  understanding  of  the  human  development  could  be  lost.  New 
causes  of  mental  retardation,  such  as  neonatal  HIV  infection,  are  emerging  as  seri- 
ous threats  to  public  health.  Well  over  90  percent  of  children  with  HIV  will  acquire 
mental  retardation  or  other  developmental  disabilities.  While  African  American  chil- 
dren constitute  15  percent  of  all  American  children,  they  account  for  60  percent  of 
the  cases  of  pediatric  HIV.  Similarly,  Hispanic  children  represent  10  percent  of  the 
population  and  account  for  20  percent  of  pediatric  HIV  cases.  Unfortunately,  the 
HlV  virus  and  the  subsequent  developmental  disabilities  appear  to  disproportion- 
ately affect  children  from  minority  and  disadvantaged  backgrounds. 

Mr.  Chairman,  we  are  on  the  verge  of  significant  advances  in  many  areas.  For 
example,  researchers  at  the  Waisman  MRRC  at  the  University  of  Wisconsin-Madi- 
son developed  a  technique  with  which  they  could  correct  a  genetic  defect  by  injecting 
healthy  genes  into  the  muscle  with  an  ordinary  syringe  and  needle.  The  Harvard 
Medical  Letter  hailed  this  finding  as  one  of  the  world's  top  ten  medical  advances 
of  1992.  This  gene  therapy  technique  has  been  likened  to  immunization  in  that  it 
is  relatively  easy  to  perform  and  likely  to  be  cost  effective.  In  addition,  it  could  po- 
tentially lead  to  cures  for  many  inheritable  disorders  including  those  that  cause 
mental  retardation  and  muscular  dystrophy.  We  are  quickly  moving  from  diagnosis 
and  understanding  to  actually  treating  people.  But  far  too  often,  these  opportunities 
are  limited  by  funding  and  manpower. 

For  fiscal  year  1994,  President  Clinton  recommends  $542.36  million  for  the 
NICHD,  an  increase  of  2.8  percent.  However,  every  dollar  of  this  increase  is  dedi- 
cated to  a  specific  activity,  leaving  the  vast  majority  of  programs  and  projects  at 
NICHD  with  level  or  reduced  funding.  Unfortunately,  this  small  increase  typifies 
the  support  the  NICHD  has  received  in  recent  years.  While  NICHD  has  one  the 
broadest  research  mandates  of  any  NIH  institute,  it  has  grown  less  than  all  other 
Institutes.  I  urge  you  to  provide  $685  million  for  NICHD.  This  amount  would  allow 
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for  the  capacity  of  the  MRRC's  to  be  restored  to  their  approved  funding  levels  by 
allowing  their  appropriation  to  increase  from  $10.96  million  to  $14  million. 

Thank  you  for  this  opportunity  to  testify.  I  would  be  happy  to  respond  to  any 
questions  at  this  time. 

Senator  Murray.  You  mentioned  the  funding  impediment  to  hir- 
ing the  next  generation  of  scientists.  Are  there  any  other  impedi- 
ments? 

Dr.  McCabe.  Yes;  the  other  has  to  do  with  concern  and  the  pes- 
simism in  the  field.  Ultimately  it  comes  back  to  funding.  But  it  is 
very  hard  to  hire  young  people  who  are  looking  to  developing  their 
families  and  not  giving  them  an  optimistic  outlook  that  this  is  a 
correct  career  decision.  All  of  our  scientists  are  young,  and  our 
more  senior  scientists  go  in  for  two  to  five  rounds  for  every  grant 
that  they  are  going  to  get  funded,  and  it  takes  that  many  years, 
2  to  5  years,  in  between  funding.  The  young  people  begin  to  think 
that  there  is  a  better  way  to  earn  a  living  and  a  more  secure  way 
for  their  families. 

Senator  Murray.  What  are  the  requirements  you  are  looking  at 
as  you  hire  the  next  generation  of  scientists? 

Dr.  McCabe.  We  are  looking  to  get  the  brightest  minds  available, 
as  all  other  areas  of  research  are  looking  for  their  own  areas.  We 
need  creative  people.  We  need  people  who  will  take  a  look  at  how 
we  can  take  not  only  the  new,  exciting  areas  like  gene  therapy,  but 
also  where  we  already  have  the  information  available  and  now 
need  to  reduce  that  basic  research  information  to  the  technology 
that  can  help  the  individual  patients. 

Senator  Murray.  You  did  not  mention,  and  I  thought  you  would, 
a  need  for  better  science  education  in  our  K-12  system  and  the 
ability  to  show  more  students  that  this  is  a  career  opportunity.  Do 
you  see  the  connection  there  at  all? 

Dr.  McCabe.  Yes;  I  certainly  do.  I  can  give  you  a  very  personal 
reason  for  that.  I  started  out  at  the  age  of  15  being  given  the  op- 
portunity, having  had  a  science  background  that  gave  me  the  op- 
portunity to  see  that  this  was  a  career  future,  but  then  having  the 
opportunity  to  work  in  a  laboratory  through  a  program,  that  NIH 
no  longer  has  for  high  school  students,  I  was  able  to  get  a  look  at 
what  this  career  might  mean  to  me  and  worked  from  that  time  to 
this  day  with  children  with  mental  retardation. 

Senator  Murray.  Thank  you. 

STATEMENT  OF  ELIZABETH  BAUER,  NATIONAL  ASSOCIATION  OF  PRO- 
TECTION &  ADVOCACY  SYSTEMS 

Senator  Murray.  Elizabeth  Bauer. 

Ms.  Bauer.  Good  morning,  Senator  Murray.  I  am  Elizabeth 
Bauer,  executive  director  of  the  Michigan  Protection  &  Advocacy 
Service  and  president  of  the  National  Association  of  Protection  and 
Advocacy  Systems.  I  thank  you  for  this  opportunity  to  testify  this 
morning  on  behalf  of  our  member  organizations  and  all  the  States 
and  territories. 

The  protection  and  advocacy  systems  represent  the  most  vulner- 
able population  in  America,  the  children  and  adults  with  disabil- 
ities. You  have  heard  many  of  the  concerns  of  those  individuals  in 
earlier  testimony  today.  We  provide  them  access  to  legal  services 
to  guarantee  their  full  rights  of  citizenship  and,  in  doing  so, 
strengthen  the  fabric  of  our  society.  These  systems  were  mandated 
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by  Congress  to  protect  people  with  disabilities  from  abuse  and  ne- 
glect and  to  advocate  for  their  rights  under  law.  We  advocate  for 
these  very  services,  for  example,  people  with  mental  illness  and 
AIDS  are  evicted  from  housing.  Our  staff  will  represent  them  in 
those  matters.  Kids  with  emotional  impairments  are  frequently  ex- 
pelled from  school.  Families  are  denied  the  wraparound  support 
and  respite  services.  The  kids  end  up  in  the  juvenile  justice  system 
often  without  mental  health  care  or  appropriate  educational  serv- 
ices. In  all  these  and  many  other  kinds  of  situations,  the  P&A  sys- 
tems are  asked  for  help,  and  the  calls  far  outstrip  our  capacity  to 
respond. 

This  committee  in  the  Senate  has  been  the  champion  of  these 
programs  as  long  as  they  have  existed,  and  we  really  want  to 
thank  you  and  your  colleagues  for  the  support  over  the  decades  for 
protection  and  advocacy. 

There  are  four  main  programs:  protection  and  advocacy  for  peo- 
ple with  developmental  disabilities,  pursuant  to  the  Developmental 
Disabilities  Assistance  and  Bill  of  Rights  Act  of  1975,  protection 
and  advocacy  for  individuals  with  mental  illness  pursuant  to  the 
act  of  the  same  name  of  1986,  and  the  client  assistance  program 
and  protection  and  advocacy  of  individual  rights  program,  which 
are  authorized  under  the  rehabilitation  act. 

Collectively  the  first  three,  the  P&A  for  people  with  developmen- 
tal disabilities,  those  with  mental  illness,  and  the  client  assistance 
programs,  are  formula  grants.  So,  every  State  and  territory  has 
this  program  and  is  available  to  its  citizens.  The  protection  and  ad- 
vocacy for  individual  rights  is  still  discretionary.  It  becomes  a  for- 
mula grant  when  the  appropriation  reaches  $5.5  million.  You  will 
note  that  the  President  has  called  for  continuation  funding  of  all 
of  these  programs,  including  PAIR  we  call  it,  at  $2.5  million.  So, 
it  will  still  be  discretionary.  Currently  12  States  have  this  service, 
and  we  would  love  to  see  it  become  a  formula  grant  so  that  all 
States  and  territories  would  have  access. 

The  reason  the  protection  and  advocacy  for  individual  rights  pro- 
gram is  so  important  is  that  it  serves  all  people  with  disabilities 
who  are  not  otherwise  eligible  for  one  of  the  defined  programs.  So 
that  means  with  adult  onset  disability,  people  with  head  injuries, 
AIDS,  deafness,  blindness,  spinal  cord  injury,  a  lot  of  those  individ- 
uals experience  the  same  discrimination  that  do  people  with  men- 
tal retardation,  epilepsy,  autism,  and  early  childhood  onset  disabil- 
ity characteristics.  But  they  are  not  eligible  under  the  P&A  for  DD 
or  the  protection  and  advocacy  program  for  people  with  mental  ill- 
ness. 

So,  we  are  hoping  that  the  committee  will  consider  the  appro- 
priation for  the  PAIR  program  and  at  least  raise  it  to  the  trigger 
of  $5.5  million.  In  the  reauthorization  of  the  Rehabilitation  Act  in 
1992,  provision  was  made  for  it  to  become  a  formula  grant  at  that 
trigger.  The  numbers  in  my  written  testimony  are  higher.  That  is 
what  we  really  need  to  do  the  job,  but  we  also  recognize  that  there 
are  limitations  and  that  may  not  be  the  outcome  in  the  end. 

I  also  wanted  to  mention  that  the  Developmental  Disabilities  Act 
is  up  for  reauthorization  this  year.  We  would  like  to  extend  those 
protection  and  advocacy  services  to  Native  Americans  living  on  res- 
ervations, and  in  order  to  do  that,  there  needs  to  be  some  increase 
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in  that  appropriation.  Level  funding  of  formula  grants  means  that 
some  States  actually  incur  a  loss  because  the  formula  works,  and 
depending  on  the  population  and  the  number  of  people  in  poverty 
and  the  gross  domestic  product,  it  will  change. 

PREPARED  STATEMENT 

I  want  to  say  in  closing  that  we  support  increases  to  the  large 
service  systems.  We  have  heard  about  those  needs  this  morning: 
rehabilitation,  education,  mental  health.  We  want,  though,  to  be 
sure  that  those  systems  deliver  the  services  to  people  with  disabil- 
ities, and  the  $54  million — we  hope  a  little  bit  more — that  is  appro- 
priated for  protection  and  advocacy  holds  those  systems  account- 
able to  the  people  with  disabilities  who  use  them. 

We  urge  your  consideration  of  our  request  and  support.  Thank 
you. 

[The  statement  follows:] 

Statement  of  Elizabeth  Bauer 

Good  morning  Mr.  Chairman  and  members  of  the  committee,  my  name  is  Eliza- 
beth Bauer  and  I  am  Executive  Director  of  the  federally  mandated  Protection  and 
Advocacy  system  in  Michigan.  I  have  served  as  President  of  the  National  Associa- 
tion of  Protection  and  Advocacy  Systems  (NAPAS)  since  1989. 

NAPAS 

NAPAS  is  a  national  voluntary  membership  organization  representing  the  protec- 
tion and  advocacy  system  for  developmental  disabilities  (PADD),  mental  illness 
(PAIMD,  and  individual  rights  (PAIR)  and  client  assistance  programs  for  people 
with  disabilities  (CAP).  Our  system  has  been  established  under  a  variety  of  Public 
Laws,  including  the  Developmental  Disabilities  and  Bill  of  Rights  Act  of  1975  (Pub- 
lic Law  94-103),  the  Protection  and  Advocacy  for  Mentally  111  Individuals  Act  of 
1986  (Public  Law  99-319)  and  the  1984  Amendments  to  the  Rehabilitation  Act 
(Public  Law  98-221).  Our  membership  provides  legal,  administrative  and  other 
means  of  redress  for  individuals  with  disabilities.  Congress  has  mandated,  as  one 
of  the  missions  of  our  membership,  the  investigation  of  charges  of  abuse  and  neglect 
in  institutions,  both  public  and  private,  large  and  small  which  provided  housing  and 
services  for  people  with  mental  retardation  and  developmental  disabilities  and  men- 
tal illness. 

Our  membership  represents  the  most  vulnerable  populations  in  our  country.  Cli- 
ents of  P&A  and  CAP  services  are  individuals  who  have  historically  been  locked 
away,  often  not  only  victims  of  an  uncaring  and  under  funded  service  delivery  sys- 
tem but  an  abusive  one.  P&A's  were  mandated  by  Congress  in  response  to  public 
outcry  against  abuse  and  neglect  to  which  persons  with  disabilities  were  subjected. 
Unfortunately,  it  is  our  experience  that  the  abuse,  neglect  and  discrimination  of 
such  individuals  still  exists.  In  1991,  our  Systems  collectively  responded  to  over 
273,530  requests  for  information/referral  or  direct  representation. 

Americans  With  Disabilities  Act 

Our  members,  along  with  the  disability  community,  applauded  the  passage  of  the 
Americans  with  Disabilities  Act.  We  worked  with  and  supported  the  efforts  of  Con- 
gressional advocates  such  as  yourself  to  provide  for  and  protect  the  civil  rights  of 
persons  with  disabilities.  Senator  Harkin,  we  applauded  and  acknowledge  your  com- 
mitment to  assuring  that  persons  with  disabilities  have  equal  opportunity  and  ac- 
cess to  basic  human  services.  However,  as  resources  shrink  often  the  needs  of  a  few 
are  lost  in  the  demands  of  many.  It  has  been  our  experience  that  the  full  potential 
of  this  landmark  piece  of  legislation  may  not  be  realized  without  accountability  and 
enforcement.  P&A's  and  CAP's  will  be  critical  in  providing  that  accountability  and 
assuring  that  the  rights  of  persons  with  disabilities  are  more  than  just  language  in 
an  Act. 

President's  request 

NAPAS  was  extremely  disappointed  when  President  Clinton  released  his  $1.52 
trillion  budget.  Despite  the  overwhelming  demand  for  our  services,  we  did  not  re- 
ceive the  increases  which  would  have  kept  most  of  the  programs  at  even  current 
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levels  of  operation.  In  fact,  President  Clinton  requested  a  $250,000  increase  in  the 
disability  rights  advocacy  system  of  $54  million. 

Impact  of  formula  changes 

Because  the  President  has  basically  requested  level  funding  for  PADD,  PAIMI, 
PAIR  and  CAP  at  the  1993  level  many  programs  will  be  cut.  Due  to  formula  calcula- 
tions, 21  programs  received  a  net  loss  of  funding  under  fiscal  year  1993  levels.  Fur- 
ther loss  will  occur  again  this  year  without  increased  funding  levels  to  compensate 
for  the  shifting  of  the  formula. 

PAIR 

Perhaps  the  greatest  impact  is  the  funding  recommended  by  the  President  for 
PAIR.  The  Protection  and  Advocacy  for  Individual  Rights  (PAIR)  Program  was  au- 
thorized by  Congress  under  the  Rehabilitation  Amendments  of  1978,  but  no  funds 
were  appropriated  until  fiscal  year  1991.  This  system  has  authority  to  protect  and 
advocate  for  services  to  persons  with  severe  disabilities.  Congress  appropriated 
$2,480  million  for  fiscal  year  1993.  With  the  reauthorization  of  the  Rehabilitation 
Act  in  1992,  the  PAIR  program  will  become  a  formula  grant  program  after  appro- 
priations reach  a  trigger  of  $5.5  million.  Thus  we  need  a  3  million  dollar  increase 
to  assure  that  every  state  has  a  miminal  program  in  1994. 

PAIR  is  similar  to  other  P&A  programs  in  its  authority  to  pursue  legal,  adminis- 
trative and  other  appropriate  remedies.  Persons  with  disabilities  and  who  are  not 
eligible  to  be  served  by  the  other  P&A  systems  or  the  Client  Assistance  Program 
are  eligible  for  this  program.  This  program  completes  a  vitally  important  component 
of  a  comprehensive  effort  to  advocate  for  the  rights  of  all  persons  with  disabilities 
regardless  of  severity  or  age  of  onset. 

The  President's  request  of  $2.48  million  falls  short  of  the  funding  level  needed  to 
establish  a  nation-wide  PAIR  system  and  will  keep  the  program  discretionary  and 
available  in  only  24  states. 

PADD 

While  over  160,500  people  with  developmental  disabilities  were  served  in  1991, 
the  need  continues  to  grow.  Many  persons  with  developmental  disabilities  are  still 
without  adequate  advocacy  services  at  a  time  when  program  resources  are  shrink- 
ing. Due  to  a  deluge  of  requests,  P&A's  report  being  forced  to  set  new  priorities 
which  focus  only  on  issues  of  imminent  harm  to  individuals  with  developmental  dis- 
abilities. Areas  that  need  to  be  more  fully  addressed  include:  outreach  to  those  who 
have  developmental  disabilities  and  are  members  of  a  minority;  and  advocacy  for 
persons  who  are  involved  in  the  criminal  justice  system.  In  addition,  continued  ef- 
forts are  needed  to  realize  the  full  benefits  under  Part  B  and  Part  H  of  the  Individ- 
uals with  Disabilities  Education  Act.  The  Nursing  Home  Reform  Act  and  the  Fair 
Housing  Act  of  1998  will  also  expand  the  demand  for  services.  As  we  move  more 
people  into  the  community,  we  must  be  able  to  monitor  those  placements  to  assure 
safe  quality  services.  Funding  levels  must  meet  the  realities  of  these  demands. 

An  increase  of  only  2  million  dollars  would  allow  programs  to  be  held  harmless 
and  receive  at  least  the  same  funding  as  1993  and  allow  for  the  creation  of  a  new 
P&A  for  Native  Americans  who  have  oeen  unable  to  access  our  services  on  reserva- 
tions. 

PAIMI 

This  program  continues  to  meet  the  critical  need  protection  for  reasons  with  men- 
tal illness  who  are  institutionalized.  In  many  states,  however,  it  can  only  serve  a 
fraction  of  the  facilities  within  the  state  where  individuals  with  mental  illness  re- 
side. The  program  must  experience  major  growth  to  ensure  quality  advocacy  serv- 
ices to  the  large  number  of  individuals  living  in  facilities  who  cannot  be  served  at 
the  present  appropriation  level.  An  aggressive  outreach  to  the  huge  population  with- 
in jails,  prisons,  homeless  shelters  and  federal  facilities  requiring  P&A  services 
would  overwhelm  the  system  at  its  current  funding  levels.  PAIMI  programs  have 
also  been  monitoring  private  psychiatric  facilities  and  inappropriate  placement  of 
adolescents.  With  the  inclusion  of  jails,  prisons  and  federal  facilities  within  their 
mandate,  PAIMI's  require  adequate  funding  to  completely  fulfill  the  intent  of  the 
law. 

CAP 

The  demands  on  CAP's  are  about  to  increase  as  the  1992  Amendments  to  the  Re- 
habilitation Act  expand  CAP  authority.  CAP's  are  now  required  to  provide  assist- 
ance and  advocacy  with  respect  to  services  that  are  directly  related  to  facilitating 
the  employment  of  eligible  individuals.  The  1992  amendments  mandate  that  CAP 
also  provide  information  on  Title  I  of  the  ADA  to  all  individuals  with  disabilities. 
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The  1992  Amendments  also  include  provisions  that  will  result  in  more  people  with 
severe  disabilities  eligible  for  VR  services.  Many  state  vocational  rehabilitation 
agencies  are  already  in  serious  financial  crisis  with  some  running  out  of  service  dol- 
lars prior  to  the  end  of  the  fiscal  year.  As  a  result,  it  is  anticipated  that  there  will 
be  an  increase  in  the  demand  for  CAP  services  as  more  states  move  into  an  order 
of  selection. 
Since  its  inception  in  1984,  CAP  has  only  grown  from  6  million  to  9.2  million. 

Recommendation 


Fiscal  year— 

1993  President's         NAPAS  1994  rec- 

1994  request         ommendation 

PAOD  $22.5  $22.5  '  $30 

PAIMI  21  21  30 

CAP  9.29  9.54  20 

PAIR  2_48 2_48 *20 

'  Trigger  at  $24.5  million  for  Native  American  P&A. 

2  Trigger  at  $5.5  million  for  transfer  from  discretionary  to  formula  grant. 

Senator  Murray.  You  mentioned  that  12  States  are  currently 
covered  with  the  PAIR  program. 

Ms.  Bauer.  Correct. 

Senator  Murray.  If  we  fully  funded  your  request,  how  far  would 
that  go?  How  many  States  would  be  covered? 

Ms.  Bauer.  If  we  had  the  $5.5  million  that  triggers  the  formula 
grant,  every  State  and  territory  would  have  funding  to  begin  a  pro- 
gram. It  wouldn't  be  large,  but  it  would  be  something.  Because  the 
Rehabilitation  Act  calls  for  it  to  be  designated  to  the  existing  des- 
ignated P&A  system  in  the  State,  there  is  not  a  new  structure 
needing  to  be  created.  There  is  already  an  administrative  structure 
in  place.  What  it  would  be  is  funding  for  those  staff  to  respond  to 
the  needs  of  people  who  were  eligible. 

Senator  Murray.  Thank  you.  Thank  you  to  all  of  this  panel. 

STATEMENT    OF    ELLEN    B.    RUDY,    UNIVERSITY    OF    PITTSBURGH 
SCHOOL  OF  NURSING 

Senator  Murray.  We  will  move  on  to  our  next  panel:  Ellen  Rudy, 
Geraldine  Polly  Bednash,  Barbara  Koster,  Patty  Longstreet  Hayes, 
and  Geraldine  Williamson.  We  will  begin  with  Ellen  Rudy. 

Dr.  Rudy.  Thank  you,  Senator  Murray  and  members  of  the  sub- 
committee. I  thank  you  so  much  of  this  opportunity  to  speak  on  be- 
half of  the  National  Center  for  Nursing  Research,  hopefully  soon  to 
be  an  institute.  I  am  Dr.  Ellen  Rudy.  I  am  the  dean  at  the  Univer- 
sity of  Pittsburgh  School  of  Nursing  in  Pittsburgh. 

As  you  know,  the  National  Center  for  Nursing  Research  was  au- 
thorized under  the  Health  Research  Extension  Act  of  1985  and  was 
officially  established  as  part  of  NIH  on  April  18,  1986,  7  years  ago 
this  month — 7  years  ago,  which  is  a  very,  very  short  time,  and  it 
has  made  a  major  impact  in  the  world  of  nursing  research.  It  has 
really  dramatically  changed  what  nurse  scientists  have  been  able 
to  do. 

My  goal  today,  in  the  very  few  minutes  that  I  have  to  speak  to 
you,  is  to  share  with  you  three  general  areas  that  I  believe  the  re- 
search that  has  already  been  accomplished  has  changed  the  way 
that  we  deliver  care  to  patients.  My  purpose  in  giving  you  these  ex- 
amples is  that  I  do  not  think  people  really  know  what  nursing  re- 
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search  is,  and  I  would  like  to  highlight  for  you  what  I  think  have 
been  very  major  strides. 

Let  me  begin  with  premature  infants.  You  probably  know  that 
the  occurrence  of  very  low  birth  weight  infants — these  are  infants 
who  are  born  that  weigh  3  pounds  or  less — in  the  United  States  is 
12  out  of  1,000  live  births.  Efforts  to  reduce  the  rate  of  premature 
delivery  have  really  failed  and  have  not  been  very  successful  so 
that  we  have  to  deal  with  these  very,  very  small  infants. 

Infants  born  in  this  category  are  usually  too  weak  and  too  small 
to  be  able  to  be  bottle  fed  or  to  nurse,  and  therefore  they  do  not 
have  the  opportunity  to  suck.  Leaving  them  without  sucking  oppor- 
tunities makes  these  children  have  difficulty  in  learning  how  to  do 
what  we  call  coordinate  between  sucking  and  breathing.  So,  nurses 
have  designed  special  pacifiers  to  fit  the  small  mouths  of  these  in- 
fants to  be  used  during  tube  feeding  when  they  receive  their  nutri- 
tion. This  is  called  non-nutritive  sucking.  Results  have  shown  that 
infants,  given  the  opportunity  for  non-nutritive  sucking  on  a  pac- 
ifier during  and  after  tube  feeding,  gained  weight  quicker,  pro- 
gressed to  Dottle  feeding  quicker,  and  were  discharged  earlier  than 
infants  who  were  not  allowed  the  opportunity  for  non-nutritive 
sucking.  My  mother  to  this  day  cannot  believe  that  pacifiers  are 
important,  but  they  are. 

Today  we  have  specially  designed  pacifiers  and  they  abound  in 
neonatal  units.  Recognition  has  been  given  to  the  fact  that  these 
babies,  these  very  tiny  babies,  need  to  learn  this  coordination  be- 
tween sucking  and  breathing  so  that  they  can  progress  to  sucking, 
swallowing,  and  breathing  and  move  to  bottle  feeding  much  quick- 
er. 

They  also  know  that  sucking  initiates  the  gastrointestinal  re- 
sponse to  feeding  and  makes  even  tube  feeding  result  in  better  ab- 
sorption and  digestion. 

Finally,  what  all  mothers  know,  sucking  is  soothing  and  comfort- 
ing to  infants. 

This  research  trajectory  by  nurses  has  spawned  many  more  stud- 
ies in  the  area  of  caring  for  premature  infants,  including  methods 
to  prevent  hypoxia  and  increased  intracranial  pressure  during  en- 
dotracheal sectioning,  the  testing  of  developmental  handling  tech- 
niques so  that  these  babies  are  what  we  call  nested  when  we  turn 
them,  when  we  move  them,  when  we  change  their  diapers. 

Finally,  we  have  nurse  researchers  who  have  followed  these  pre- 
mature infants  long  term,  up  to  9  years,  and  have  identified  that 
the  children  born  at  very  low  birth  weights  have  more  problems 
with  visual  and  motor  integration,  resulting  in  more  problems  with 
math  and  reading  skills  than  a  matched  sample  of  normal  birth 
weight  infants. 

We  will  probably  not  cure  premature  delivery  of  infants  in  our 
lifetime,  but  nurse  scientists  will  continue  to  build  our  knowledge 
base  on  how  to  care  for  premature  infants  to  produce  better  out- 
comes and  to  identify  areas  where  early  intervention  can  be  effec- 
tive in  preventing  long-term  problems  with  school  difficulties. 

The  second  area  where  a  large  number  of  nurse  investigators 
have  made  gigantic  strides  is  in  the  diagnosis  and  treatment  of  uri- 
nary incontinence,  or  the  inability  to  control  the  bladder.  Urinary 
incontinence  is  a  problem  that  is  common  in  the  elderly,  often  in 
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the  elderly  women.  Untreated  urinary  incontinence  means  that 
these  people  wet  themselves,  they  are  embarrassed,  and  they  end 
up  in  social  isolation,  limiting  themselves  to  their  homes  to  avoid 
embarrassing  accidents.  Nurse  researchers  have  demonstrated 
enormous  success  with  the  use  of  biofeedback  to  teach  pelvic  mus- 
cle exercises  and  specific  techniques  to  control  urge  incontinence 
and  the  use  of  prompted  voiding  programs  for  cognitively  impaired. 

One  of  our  investigators  at  the  University  of  Pittsburgh  had  an 
80-year-old  woman  say  to  her  I  put  myself  on  the  shelf,  and  you 
helped  take  me  off  again.  An  incontinence  program  can  preserve 
family  resources  and  save  Medicare  dollars  if  these  people  are  not 
put  in  nursing  homes. 

The  final  area  that  I  want  to  address  is  the  way  care  is  delivered 
to  affect  patient  outcome.  Nurse  investigators  have  demonstrated 
with  advanced  practice  nurses  we  can  have  early  discharge  for  low 
birth  weight  infants  and  elderly  and  the  long-term  critically  ill. 

The  growth  in  nursing  research  is  directly  correlated  with  the  es- 
tablishment of  the  National  Center  for  Nursing  Research  with 
moneys  allocated  for  investigation  and  for  advanced  training  for 
nurse  researchers.  I  have  no  doubt  that  you  or  your  family  will 
some  day  require  the  services  of  a  nurse,  and  the  timing  of  your 
pain  medication,  how  and  when  effort  is  expended  to  get  you  out 
of  bed,  to  help  you  walk,  and  the  best  way  to  prevent  nausea  and 
vomiting  with  your  medications  will  all  be  influenced  by  nursing 
studies  that  seek  to  speed  patient  recovery,  prevent  complications, 
and  improve  health. 

PREPARED  STATEMENT 

At  the  current  funding  at  the  National  Center  for  Nursing  Re- 
search only  12.6  percent  of  approved  grants  are  funded  compared 
to  the  overall  NIH  rate  of  22.6.  Either  nursing  has  more  highly 
skilled  scientists  vying  for  funds  or  the  national  center  is  under- 
funded. We  all  know  the  answer  to  that. 

I  appreciate  the  opportunity  to  speak,  and  I  would  be  happy  to 
answer  any  questions. 

[The  statement  follows:] 

Statement  of  Ellen  Rudy 

Chairman  Harkin  and  members  of  the  Subcommittee,  thank  you  so  much  for  the 
opportunity  to  speak  on  behalf  of  the  National  Center  for  Nursing  Research,  soon 
to  be  an  Institute.  I  am  Ellen  Rudy,  Dean  of  the  School  of  Nursing  at  the  University 
of  Pittsburgh.  As  you  know,  the  National  Center  for  Nursing  Research  was  author- 
ized under  the  Health  Research  Extension  Act  of  1985  and  was  officially  announced 
as  being  established  as  part  of  NIH  by  Secretary  Bowen  of  the  Department  of 
Health  and  Human  Services  on  April  18,  1986,  seven  years  ago  this  month.  During 
this  short  time  the  world  of  nursing  research  has  changed  dramatically  with  the 
awards  from  this  agency  that  have  been  made  to  nurse  scientists  for  their  research. 

My  goal  today  in  the  few  minutes  I  have,  is  to  share  with  you  three  general  areas 
of  research  where  I  believe  nurse  scientists  have  made  a  difference  in  the  way  we 
deliver  care  to  patients.  My  purpose  in  doing  this  is  to  increase  your  own  under- 
standing of  exactly  what  "nursing  research"  is  and  to,  hopefully,  highlight  the  ways 
in  which  knowledge  development  in  nursing  can  contribute  to  improving  the  health 
of  the  people  of  the  United  States. 

Let  me  begin  with  the  care  of  premature  infants.  As  you  know,  the  occurrence 
of  very  low  birth  weight  (L1500  grams)  infants  in  the  US  is  about  12  per  1000  live 
births  (Institute  of  Medicine,  1985)  and  efforts  to  reduce  the  rate  have  been,  for  the 
most  part,  unsuccessful.  Infants  born  in  this  low  birth  weight  category  are  often  too 
small  and  too  weak  to  be  able  to  be  bottle  fed  and  therefore  require  tube  feeding 
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for  their  nutritional  needs,  leaving  them  without  sucking  opportunities  which  bottle 
feeding  provides.  Nurse  researchers  proposed  that  these  tiny  infants  should  be  ex- 
posed to  sucking  opportunities  even  before  they  are  able  to  bottle  feed.  This  sucking 
without  nutrition  is  called  "non-nutritive  sucking"  and  the  need  for  it  was  supported 
by  evidence  of  inutero  hand  and  finger  sucking.  Specially  designed  pacifiers  that  fit 
the  smaller  infant  mouth  were  used  before  and  during  tube  feedings.  Results 
showed  that  infants  who  were  given  the  opportunity  for  non-nutritive  sucking  on 
a  pacifier  during  and  after  tube  feedings  gained  weight  quicker,  progressed  to  bottle 
feeding  quicker  and  were  discharged  earlier  than  infants  who  were  not  allowed  non- 
nutritive  sucking.  Today  specially  made  pacifiers  abound  in  all  neonatal  units.  Rec- 
ognition is  given  to  the  fact  that:  (1)  sucking  provides  practice  with  sucking-breath- 
ing coordination  leading  more  quickly  to  success  with  sucking-swallowing-breathing: 
(2)  sucking  initiates  the  gastrointestinal  response  to  feedings  making  even  tube 
feedings  result  in  better  absorption  and  digestion;  and  finally — what  all  mothers 
know,  (3)  sucking  is  soothing  and  comforting  to  infants,  (Measel  &  Anderson,  JOGN 
1979).  This  research  trajectory  has  spawned  many  more  studies  in  the  area  of  car- 
ing for  premature  infants  including  methods  to  prevent  hypoxia  and  increased 
intracranial  pressure  during  endotracheal  suctioning  (Turner  et  al,  1987),  the  test- 
ing of  developmental  handling  techniques  to  prevent  unnecessary  flailing  of  arms 
and  legs  leading  to  dangerous  oxygen  desaturation  (Becker,  et  al),  and  even  the  long 
term  (9  year)  follow  up  of  premature  infants  that  has  identified  that  these  children 
have  more  problems  with  visual  and  motor  integration,  resulting  in  more  problems 
with  math  and  reading  skills  than  a  matched  sample  of  normal  birth  weight  infants. 
We  will  probably  not  cure  premature  delivery  of  infants  in  our  lifetime,  but  nurse 
scientists  will  continue  to  build  our  knowledge  base  on  how  to  care  for  premature 
infants  to  produce  better  outcomes  and  to  identify  areas  where  early  intervention 
can  be  effective  in  preventing  long  term  problems  such  as  school  difficulties. 

The  second  area  where  a  large  number  of  nurse  investigators  have  made  gigantic 
strides  is  in  the  diagnosis  and  treatment  of  urinary  incontinence — or  the  inability 
to  control  the  bladder.  Urinary  incontinence  is  a  problem  that  is  common  in  the  el- 
derly, particularly  elderly  women.  Untreated  urinary  incontinence  means  that  these 
people  wet  themselves,  they  are  embarrassed  and  often  end  up  in  social  isolation, 
limiting  themselves  to  their  homes  to  avoid  embarrassing  accidents.  Nurse  research- 
ers have  demonstrated  enormous  success  with  the  use  of  biofeedback  to  teach  pelvic 
floor  muscle  exercises,  the  teaching  of  specific  techniques  to  control  urge  inconti- 
nence, and  the  use  of  prompted  voiding  programs  for  the  cognitively  impaired.  Dr. 
Joan  McDowell  and  her  research  team  (1992)  report  an  82  percent  reduction  in  in- 
continent episodes  in  the  patients  she  has  treated.  One  80  year  old  woman  said  to 
her,  "I  put  myself  on  the  shelf  and  you  took  me  off."  For  the  frail  elderly,  inconti- 
nence more  than  any  other  problem  is  what  causes  families  to  decide  on  the  need 
for  nursing  home  placement.  An  incontinence  program  can  preserve  family  resources 
and  save  Medicare  dollars  if  nursing  home  care  can  be  avoided. 

The  effects  of  nursing  interventions  on  patient  outcomes  is  often  confounded  by 
the  disease  condition  itself  and  the  variability  in  medical  management.  Nonetheless, 
we  have  demonstrated  the  ability  of  advanced  practice  nurses  to  handle  early  dis- 
charge for  very  low  birth  weight  infants  and  by  doing  so  save  hospitals  thousands 
of  dollars  (Brooten,  et  al,  1986),  and  we  have  published  reports  of  the  cost  savings 
and  improved  patient  outcomes  using  a  nurse  case  management  model  in  caring  for 
long  term  critically  ill  patients  in  critical  care  units  (Daly,  Rudy,  et  al  1989). 

The  growth  in  nursing  research  is  directly  correlated  to  the  establishment  of  the 
National  Center  for  Nursing  Research  with  monies  allocated  for  investigations  and 
for  advanced  training  for  nurse  researchers.  I  have  no  doubt  that  you  or  your  family 
will  someday  require  the  services  of  a  nurse.  The  timing  of  your  pain  medication, 
how  and  when  effort  is  expended  in  getting  you  out  of  bed  and  walking,  the  best 
way  to  prevent  nausea  and  vomiting  with  your  medications  will  all  be  influenced 
by  nursing  studies  that  seek  to  speed  patient  recovery,  prevent  complications  and 
improve  health.  The  appropriations  to  the  National  Center  for  Nursing  Research 
represents  the  major  available  resource  for  the  continued  development  of  knowledge 
in  this  arena.  As  you  consider  the  many  requests  for  appropriations,  think  about 
these  statistics.  At  the  current  funding  of  NCNR  only  12.6  percent  of  approved 
grants  are  funded  compared  to  the  overall  NIH  success  rate  of  22.6  percent.  Either 
nursing  has  more  highly  skilled  scientists  vying  for  funds  or  NCNR  has  less  money 
to  give  out.  We  all  know  the  answer  to  that.  I  appreciate  the  opportunity  to  speak 
on  behalf  of  nurse  scientists  at  this  hearing. 

Senator  Murray.  You  make  a  very  interesting  point  in  looking 
at  the  costs  associated  with  the  placement  of  people  in  nursing 
homes  because  of  incontinence.  Do  you  know  of  any  studies  or  any 
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information  on  the  exact  costs  that  we  spend  on  treating  patients 
with  incontinence? 

Dr.  Rudy.  I  think  it  depends  on  whether  you  look  at  the  cost  that 
is  spent  for  treating  incontinence  through  surgery  and  drugs,  which 
is  very  often  medical  management,  versus  what  amounts  to  for  our 
nurse  researchers  who  are  teaching  pelvic  floor  muscles  and  so  on. 
Just  before  I  came  here,  I  asked  Dr.  Joan  McDowell  who  has  one 
of  these  studies,  and  she  said  that  she  can  put  a  person  through 
this  study  and  decrease  incontinence  episodes  by  82  percent  for 
$1,000  per  patient. 

Senator  MURRAY.  Thank  you. 

STATEMENT   OF   GERALDINE   POLLY  BEDNASH,   Ph.D.,   R.N.,   FJULN., 
AMERICAN  ASSOCIATION  OF  COLLEGES  OF  NURSING 

Senator  Murray.  Geraldine  Polly  Bednash. 

Dr.  Bednash.  Good  morning,  Senator.  Thank  you  very  much  for 
inviting  us  here  today. 

I  am  Polly  Bednash,  and  I  am  the  executive  director  of  the  Amer- 
ican Association  of  Colleges  of  Nursing.  Our  organization  rep- 
resents 437  institutions  with  baccalaureate  and  graduate  programs 
in  nursing. 

Senator  Murray,  our  organization  and  its  members  appreciate 
the  committee's  past  support  for  the  National  Center  for  Nursing 
Research,  and  we  are  here  today  to  recommend  the  fiscal  year  1994 
appropriation  of  $73.5  million. 

NCNR  research  focuses  on  helping  people  live  longer,  promoting 
healthy  lifestyles,  and  examining  innovative  models  to  decrease 
health  care  costs.  For  instance,  the  University  of  Pennsylvania 
nurse  researchers  are  investigating  early  discharge  of  high  risk 
pregnant  women  and  mothers  from  the  hospital  with  nurse  special- 
ist visits  to  the  home.  The  study  looks  at  outcomes  and  cost  of 
home  intervention. 

Two  groups  were  compared.  One  group  of  women  was  discharged 
routinely  from  the  hospital  and  the  other  group  was  discharged 
early  with  nurse  specialist  home  visits  during  and  after  the  preg- 
nancies. The  average  hospital  charges  for  patients  in  the  early  dis- 
charged group  were  40  percent  less  than  for  those  receiving  routine 
care.  The  average  cost  of  the  nurse  specialist  home  followup  care 
for  the  early  discharged  was  $772.  A  net  savings  of  $11,658  was 
realized  for  each  mother  and  infant  pair.  Clearly  early  hospital  dis- 
charge of  these  high-risk  child-bearing  women  and  their  infants 
with  followup  in  the  home  by  a  nurse  specialist  is  safe  and  cost  ef- 
fective. 

The  Pennsylvania  team  also  applied  the  same  cost  model  to  the 
hospitalized  elderly  population,  and  results  showed  a  decrease  in 
the  total  number  of  hospital  readmissions  by  20.5  percent. 

A  funding  level  of  $73.5  million  would  allow  NCNR  to  increase 
the  success  rate  of  applicants  to  more  closely  approximate  the  over- 
all success  rate  at  NIH.  It  also  would  boost  NCNR's  training  posi- 
tions to  316  from  244  to  expand  research  training  programs  and  in- 
crease the  number  of  minority  investigators,  a  major  objective  of 
the  National  Center  for  Nursing  Research. 
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PREPARED  STATEMENT 

NCNR's  focus  on  cost-effective  methods  of  delivering  care  accords 
with  concerns  voiced  by  lawmakers  and  health  care  consumers 
across  the  country.  Continued  investment  in  NCNR  will  ensure 
that  nursing  research  will  remain  viable  and  allow  continuation  of 
its  unique  contribution  to  the  health  of  this  Nation. 

We  appreciate  the  past  support  of  the  committee  and  ask  for 
your  continued  interest  and  support.  I  thank  you  for  asking  us  here 
today  and  would  be  pleased  to  respond  to  any  questions. 

[The  statement  follows:] 

Statement  of  Geraldine  Polly  Bednash 

I  am  Polly  Bednash,  PhD,  RN,  FAAN,  Executive  Director  of  the  American  Asso- 
ciation of  Colleges  of  Nursing  (AACN),  which  represents  437  baccalaureate  and 
graduate  nursing  education  schools.  The  primary  mission  of  AACN  is  to  serve  the 
public  through  the  promotion  and  improvement  of  higher  education  for  professional 
nursing.  One  method  of  doing  this  is  to  promote  research  leading  to  delivery  of  bet- 
ter nursing  care. 

Nursing  is  the  largest  health  care  profession  in  this  country  and  almost  20  per- 
cent of  the  institutions  represented  by  AACN  receive  grants  from  a  variety  of  Insti- 
tutes and  Centers  at  the  National  Institutes  of  Health  (NIH),  including  the  National 
Center  for  Nursing  Research  (NCNR).  Mr.  Chairman,  we  appreciate  the  subcommit- 
tee's past  support  for  NCNR  and  recommend  a  fiscal  year  1994  appropriation  of 
$73.5  million  which  will  continue  the  expanded  growth  in  nursing  science. 

NCNR,  as  an  international  leader  in  the  generation  of  research  and  nurse  sci- 
entists, engages  in  unique  health  care  research  at  NIH.  NCNR's  agenda  focuses  on 
helping  people  live  longer  with  chronic  disease,  promoting  healthy  lifestyles  for  the 
young  and  the  old,  and  examining  innovative  practice  models  which  drive  health 
care  costs  down  and  make  the  health  care  system  more  efficient.  AACN  believes 
that  NCNR  is  vital  to  nursing's  overall  objective  to  encourage  good  health  practices 
and  to  provide  cost  effective  quality  care  to  patients. 

In  the  seven  years  since  its  establishment,  NCNR  has  funded  research  producing 
breakthrough  findings  and  suggesting  future  opportunities  in  the  priority  health 
care  areas  of  low  birth  weight,  HrV  infection,  frailty  in  older  adults,  and  symptom 
management.  New  priorities  which  will  be  implemented  in  1995-1999  include  the 
development  and  testing  of  community-based  nursing  models  designed  to  promote 
access  to,  and  use  of,  services  by  rural  and  other  special  populations;  assessment 
of  the  effectiveness  of  nursing  interventions  to  modify  the  health  behavior  of  women 
of  different  cultural  backgrounds  who  are  at  high  risk  for  HIV/AIDS;  and  testing 
of  interventions  to  strengthen  patients'  personal  resources  for  dealing  with  chronic 
illness. 

COST  SAVINGS  FOR  LOW  BIRTHWEIGHT  INFANTS 

This  country  is  spending  $2  billion  to  care  for  low  birthweight  infants,  but  if  those 
children  were  of  normal  birthweight  we  might  be  spending  just  one  tenth  of  that! 
Children  born  weighing  less  than  5.5  pounds  incur  medical  costs  averaging  $21,000 
a  year,  in  contrast  to  the  costs  for  a  normal  weight  child  averaging  $2,842.  Low 
birthweight  infants  represent  7  per  cent  of  all  US  births,  and  almost  7  per  cent  in 
Iowa  and  Pennsylvania,  as  well,  but  nationwide  expenditures  for  their  care  eat  up 
57  per  cent  of  the  costs  incurred  for  all  newborns. 

A  team  of  University  of  Pennsylvania  nurse  researchers  is  investigating  early  dis- 
charge of  high  risk  pregnant  women  and  mothers  from  the  hospital  with  nurse  spe- 
cialist visits  to  the  home.  The  focus  of  the  study  looks  at  outcomes  and  cost  of  home 
care  intervention  in  pregnant  women  with  diabetes  or  high  blood  pressure.  Two 
groups  were  compared.  One  group  of  women  was  discharged  routinely  from  the  hos- 
pital and  the  other  group  was  discharged  early  with  nurse  specialist  home  visits 
during  and  after  the  pregnancies.  The  average  hospital  charges  for  the  early  dis- 
charge group  were  40  percent  less  than  for  the  control  group.  The  average  cost  of 
the  nurse  specialist  home  follow  up  care  for  the  early  discharge  group  was  $772. 
A  net  savings  of  $11,658  was  realized  for  each  mother  and  infant  pair.  Con- 
sequently, the  nurse  research  team  concludes  that  early  hospital  discharge  of  these 
high  risk  childbearing  women  and  their  infants,  with  followup  in  the  home  by  a 
nurse  specialist,  is  sate  and  cost  effective. 
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HIV  AND  AIDS — HELPING  PATIENTS  ACHIEVE  A  BETTER  QUALITY  OF  LIFE 

As  the  AIDS  epidemic  worsens,  NCNR  seeks  to  ensure  a  better  quality  of  life  by 
emphasizing  clinical  research  on  keeping  people  with  AIDS  healthier  and  out  of  the 
hospital,  helping  patients  prevent  debilitating  complications  from  this  virus,  and 
finding  ways  to  better  deliver  care  to  these  people  who  must  be  hospitalized.  NCNR 
supports  several  studies  that  address  these  concerns  of  AIDS  patients. 

One  study  at  Johns  Hopkins  University  has  found  that  people  with  AIDS  see 
their  needs  quite  differently  from  their  nurses.  Nurses  identify  patient  needs  that 
are  related  to  physical  weakness,  and  which  prevent  them  from  performing  activi- 
ties of  daily  living.  But  the  patients  feel  their  greatest  needs  are  related  to  financial 
resources  and  employment,  with  illness  related  concerns  being  secondary.  These 
findings  are  assisting  health  care  providers  to  identify  and  implement  effective 
interventions  in  caring  for  people  with  AIDS. 

HEALTH  MAINTENANCE  FOR  OLDER  AMERICANS 

By  the  year  2030  people  65  years  and  older  will  constitute  22  percent  of  this  coun- 
try's population,  with  the  greatest  growth  in  numbers  of  those  over  85  years  of  age. 
Confusion  exists  in  over  half  of  hospitalized  older  patients  and  contributes  to  the 
likelihood  of  accidents  and  drug  toxicity.  A  nurse  scientist  at  the  University  of 
North  Carolina,  Chapel  Hill,  has  developed  a  scale  to  evaluate  mental  status,  which 
has  been  proven  to  be  better  than  existing  evaluation  methods.  The  procedure, 
which  is  minimally  stressful,  can  be  scored  by  nurses  at  the  patient's  bedside. 
Nurses  use  the  results  to  intervene  before  physical  or  chemical  restraint  of  the  pa- 
tient becomes  necessary.  The  results  of  this  study  can  help  nurses  to  assess  the  con- 
fusion that  threatens  the  quality  of  life  of  many  hospitalized  older  patients. 

The  research  team  from  the  University  of  Pennsylvania  has  also  applied  a  quality 
cost  model  to  the  hospitalized  elderly  population.  Discharge  planning  involving 
teaching,  counseling,  telephone  outreach,  and  daily  telephone  availability  of  nurse 
specialists  was  compared  to  the  hospital's  routine  discharge  plan.  Results  showed 
that  a  comprehensive  discharge  plan  implemented  by  nurse  specialists  decreased 
the  total  number  of  hospital  readmissions  by  20.5  percent. 

HEALTH  CONCERNS  IN  RURAL  POPULATIONS 

America's  shrinking  rural  population  faces  growing  vulnerability  to  illness,  dis- 
ability, and  poor  pregnancy  outcomes.  The  declining  availability  of  nearby  health 
care  and  long  distances  between  residents  and  health  care  services  in  most  rural 
settings,  puts  rural  residents  increasingly  at  risk  for  health  problems.  NCNR  stud- 
ies address  the  concerns  of  this  vulnerable  population. 

One  study  is  examining  rural  and  urban  children  to  compare  cardiovascular  risk 
factors,  including  high  blood  pressure,  high  cholesterol  and  poor  physical  fitness. 
Findings  indicate  that  black  rural  children  had  higher  blood  pressure  than  urban 
blacks  or  rural  or  urban  whites.  Although  both  the  black  and  white  rural  children 
studied  were  overweight,  the  highest  weight  was  in  black  children.  The  study  is 
testing  several  interventions,  including  classroom  instruction  on  nutrition  and  exer- 
cise, by  teachers  based  on  a  teaching  module  designed  by  a  nurse  researcher,  and 
individual  and  small  group  instruction  by  nurses.  This  interdisciplinary  approach 
helps  teachers  and  nurses  work  together  to  improve  the  health  care  of  our  nation's 
children. 

CLASSIFICATION  OF  NURSING  INTERVENTIONS 

A  research  team  at  the  University  of  Iowa  College  of  Nursing  is  in  the  first  phase 
of  a  large  research  effort  to  define  and  validate  nursing  interventions.  The  purpose 
of  the  research  is  to  construct  and  validate  a  classification  of  nursing  interventions 
to  be  used  by  all  nurses  independent  of  setting.  Approximately  336  nursing  inter- 
ventions with  definitions  and  activities  that  a  nurse  does  to  carry  out  the  interven- 
tions have  been  identified.  The  research  team  is  also  working  to  determine  the  rela- 
tionships among  the  interventions.  This  research  is  an  important  step  in  the  ad- 
vancement of  nursing  knowledge. 

MISSED  OPPORTUNITIES 

Because  of  inadequate  research  funds,  NCNR  has  been  unable  to  fund  many 
projects  of  high  merit.  Based  on  current  projections,  the  following  areas  of  science 
may  not  be  funded: 

HIV  care  and  prevention — A  proposed  study  would  test  a  home  exercise  regimen 
for  HIV  infected  patients  to  determine  the  effect  on  outcomes  such  as  fatigue,  de- 
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pression,  and  oxygen  status.  Another  study  would  investigate  AIDS  risk  reduction 
practices  among  college  students. 

Minority  health  care  issues — Meritorious  applications  have  been  made  which  deal 
with  issues  such  as  sickle  cell  patients'  quality  of  life  issues  associated  with  a  new 
drug  clinical  trials;  ethnic  differences  in  adolescent  blood  pressure;  and  African-  and 
Anglo-American  women's  adaptation  to  heart  attacks. 

Health  promotion  strategies — Health  promotion  issues  are  critical  during  develop- 
ment stages  of  the  behaviors  and  attitudes  that  will  continue  throughout  the  life- 
span. Two  important  peer  reviewed  proposals,  dealing  with  cardiovascular  risk  fac- 
tors in  children  and  youth,  probably  will  not  be  funded  for  fiscal  year  1993. 

RATIONALE  FOR  FUNDING  REQUESTS 

To  take  full  advantage  of  the  growth  of  scientific  capabilities  and  opportunities 
for  nursing  research,  NCNR  needs  $73.5  million  for  fiscal  year  1994. 

High  priority  areas  targeted  for  increased  funding  are  women's  health  research, 
HIV  infection,  prevention  of  low  birthweight,  symptom  management,  informal  care 
giving,  direct  care  research,  and  increasing  primary  care  access  and  effectiveness. 

Nurses  are  often  the  front  line  providers  of  highly  technical  therapies  and  are  in 
an  optimal  position  to  observe  and  report  on  the  effects  of  such  therapies.  New  tech- 
nologies appear  almost  daily  and  an  understanding  of  the  associated  care  is  critical. 
Continued  research  could  improve  the  outcomes  of  patient  care  using  advanced  pro- 
cedures. 

PRIMARY  CARE,  COST  EFFECTIVENESS,  AND  NURSING  RESEARCH 

Nursing  recognizes  the  need  to  control  health  care  costs  while  assuring  access  to 
health  care  services.  With  the  national  focus  on  changing  the  health  care  delivery 
system  and  increasing  emphasis  on  primary  care,  there  is  a  major  gap  in  nursing 
research  on  the  effectiveness  of  primary  care.  Primary  care,  a  community  based, 
comprehensive  health  care  that  can  be  provided  by  a  variety  of  disciplines,  is  fre- 
quently provided  by  nurses.  In  rural,  urban  and  inner  city  communities,  nurses  pro- 
vide screening  for  health  problems;  conduct  physical  examinations  and  health  as- 
sessments; administer  vaccinations;  deliver  care  when  needed  in  homes,  clinics, 
work  settings,  and  schools;  teach  and  counsel  those  at  risk  for  health  problems  and 
those  who  have  or  are  in  danger  of  disability  from  chronic  illnesses;  and  encourage 
health  promoting  behavior.  Resources  are  needed  to  research  the  effectiveness  and 
clinical  outcomes  of  screening  and  treatment  strategies  for  infectious  and  chronic 
diseases,  such  as  drug  resistant  tuberculosis,  and  to  examine  the  effectiveness  and 
clinical  outcomes  in  community  based  nurse  managed  clinics  for  prenatal  care  and 
chronic  illness  prevention. 

AACN  appreciates  the  Congressional  support  of  NCNR  in  the  past  that  has  im- 
proved health  care  and  increased  the  nursing  research  base.  But  NCNR  estimates 
that  in  fiscal  year  1993  it  will  have  a  success  rate  of  only  13.5  percent,  down  from 
15.4  percent  in  fiscal  year  1992,  reducing  the  number  of  grants  from  194  to  190. 
In  addition,  the  number  of  training  grants  will  drop  from  261  to  244  in  that  same 
time  period.  NCNR  needs  a  substantial  boost  in  funding  to  come  close  to  the  NIH 
success  rate  of  24  percent.  For  these  reasons,  AACN  respectfully  requests  $73.5  mil- 
lion for  fiscal  year  1994  appropriations  for  NCNR. 

A  fiscal  year  1994  appropriation  of  $73.5  million  for  NCNR  could:  Increase 
NCNR's  success  rate  to  25  percent,  more  closely  approaching  the  NIH  success  rate, 
and  the  number  of  grants  to  260  from  190.  This  would  allow  continuation  of  efforts 
in  the  priority  areas  and  new  initiatives  in  the  areas  of  direct  care  outcomes  and 
primary  care  effectiveness. 

Boost  NCNR's  training  positions  to  316  from  244.  Funds  would  not  only  allow  ex- 
pansion of  successful  research  training  programs,  but  also  provide  more  research 
training  opportunities  for  minority  investigators,  a  maior  NCNR  objective. 

Allow  for  the  initiation  of  a  Nurse  Scientist  Award  program  for  postdoctoral  re- 
search support  for  clinically  expert  nurses  who  wish  to  become  independent  re- 
searchers. This  award  is  unique  because  it  provides  sufficient  financial  support  to 
train  a  nurse  who  is  too  far  advanced  in  his/her  career  to  engage  in  traditional  early 
career  postdoctoral  training  at  the  lower  level  of  support  for  such  awards.  This  pro- 
gram was  one  of  last  year's  goals  but  funding  was  insufficient  for  it. 

NCNR's  focus  on  more  cost  effective  methods  to  handle  diseases  and  disabilities 
that  plague  the  American  public  accords  with  concerns  voiced  by  lawmakers  and 
health  care  consumers  across  this  country.  Continued  investment  in  NCNR  will  en- 
sure that  nursing  research  will  remain  viable  and  allow  continuation  of  its  unique 
contribution  to  the  health  of  the  nation.  The  time  is  right  for  an  increased  commit- 
ment to  nursing  research. 
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In  order  to  prepare  nurse  scientists  and  increase  access  to  health  care  services, 
nursing  education  continues  to  be  on  the  front  line.  AACN  also  requests  $78.5  mil- 
lion for  Public  Health  Service  Act  Title  VIII  funding  for  meeting  the  increasing 
health  care  needs  of  this  country. 

AACN  appreciates  the  support  of  the  Chairman  and  the  subcommittee  for  NCNR 
since  the  Center  was  established  in  1986,  and  asks  for  your  continued  interest  and 
support.  Thank  you,  and  I  would  be  pleased  to  respond  to  questions. 

Senator  Murray.  You  have  very  effectively  outlined  ways  that 
nurses  can  contain  costs.  Since  the  First  Lady  is  putting  together 
a  health  care  package  and  one  of  their  prime  goals  is  to  reduce 
health  care  costs,  do  you  see  a  bigger  role  for  nurses  in  the  health 
care  proposal  that  is  coming  forward? 

Dr.  Bednash.  Well,  we  are  certainly  hoping  that  the  proposal 
will  include  an  increased  role,  and  we  absolutely  do  see  an  in- 
creased role.  There  is  a  tremendous  amount  of  research  that  has 
already  been  done  to  show  how  effective  nurse  practitioners  and 
clinical  nurse  specialists  and  nurses  prepared  at  the  advanced  level 
as  nurse  anesthetists  or  clinical  nurse  specialists  and  midwives  can 
be  on  the  care  that  is  delivered.  These  individuals  are  able  to  pro- 
vide many  of  the  services  that  are  necessary  in  this  country  for 
those  populations  that  are  underserved.  Nurse  practitioners  can  de- 
liver 80  to  90  percent  of  the  primary  care  in  this  country  at  the 
same  or  better  levels  of  quality.  Nurse  midwives  can  produce  the 
same  high  quality  care  and  probably  better  for  some  of  the  needs 
that  we  have  in  this  country  today. 

It  is  an  interesting  thing  to  note.  I  did  hear  recently  that  we  are 
the  only  country  in  the  world,  in  the  industrialized  nations  of  the 
world,  that  treats  pregnancy  as  an  illness,  and  we  are  the  only  na- 
tion in  the  world  that  does  not  use  midwives  as  the  standard  of 
pregnancy  care.  So,  absolutely,  we  see  a  very  strong  role  for  nurses 
prepared  at  the  advanced  level  and  for  other  nurses. 

Senator  Murray.  Have  you  had  an  opportunity  to  talk  with  her 
task  force  regarding  this? 

Dr.  Bednash.  Yes;  we  have.  Some  of  our  members  were  in  town 
approximately  10  days  ago.  About  50  of  our  members  were  in  town 
to  meet  with  Mr.  Magaziner  and  some  of  the  task  force.  Several  of 
our  board  members  did  recently  resign  from  our  board  because 
they  were  asked  to  serve  on  some  of  the  review  panels.  We  also  had 
our  president  there  to  meet  with  Mr.  Magaziner  recently. 

Senator  MURRAY.  Excellent.  Thank  you. 

STATEMENT  OF  BARBARA  ROSTER  M.S.N.,  R.N.,  C.S.,  A.N.P.,  AMERICAN 
NURSES  ASSOCIATION 

Senator  Murray.  Barbara  Koster. 

Ms.  Koster.  Yes,  Madam  Chair.  I  am  an  adult  nurse  practi- 
tioner at  West  Virginia  Health  Right,  which  is  a  nonprofit,  free  pri- 
mary care  clinic  for  the  uninsured  and  underserved  in  Charles; 
WV.  I  am  also  part-time  faculty  at  Marshall  University  in  Hunting- 
ton, WV,  which  is  a  graduate  family  nurse  practitioner  program. 

I  appear  today  on  behalf  of  the  almost  350,000  nurses  rep- 
resented by  the  American  Nurses  Association  and  six  other  spe- 
cialty nursing  associations.  I  appreciate  the  opportunity  to  testify 
before  you  today  on  issues  of  importance  to  nursing.  I  have  pre- 
pared a  written  statement  for  inclusion  in  the  record. 
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We  recommend  $78.5  million  in  fiscal  year  1994  funding  for  pro- 
grams of  the  nurse  education  and  practice  improvement  amend- 
ments of  1992. 

Further,  we  recommend  a  $73.5  million  funding  level  for  the  Na- 
tional Center  for  Nursing  Research  and  National  Institutes  of 
Health. 

If  you  will  look  with  me  for  a  moment  and  see  what  I  would  see 
at  mv  clinic  on  a  daily  basis,  I  had  a  53-year-old  patient  with  high 
blood  pressure  who  has  been  without  his  medicines  for  2  days  and 
has  been  stretching  his  medicines  out  over  a  period  of  2  months 
and  came  into  the  clinic  on  this  one  particular  day  with  an  ex- 
tremely high  blood  pressure.  I  had  a  34-year-old  patient  with  a  se- 
vere chain  saw  accident  to  his  right  hand,  which  had  occurred  3 
days  ago,  and  did  not  seek  treatment  because  he  had  no  health  in- 
surance. Finally,  a  family  of  six  has  a  young  child  with  an  ear  in- 
fection needing  an  antibiotic,  and  the  parents  have  no  money  to 
pay  for  the  medicine.  These  patients  and  many  more  are  why  it  is 
important  for  me  to  be  a  nurse  practitioner  in  West  Virginia  pro- 
viding primary  health  care  services  to  those  who  would  otherwise 
go  without  health  care. 

These  services  are  so  important  that  nursing  has  identified  three 
priority  areas  for  funding:  the  nurse  practitioner  and  nurse  mid- 
wife program  grants,  traineeships  for  advanced  education  of  profes- 
sional nurses,  and  special  project  grants  and  contracts.  All  three  of 
these  priority  areas  would  support  the  preparation  of  advanced 
practice  nurses. 

Nurse  practitioners  and  certified  nurse  midwives  are  providing 
basic  health  care  services  such  as  immunizations,  screening  exams, 
health  education,  health  promotion,  and  prenatal  care  to  the  much 
needed  rural  areas  of  West  Virginia. 

PREPARED  STATEMENT 

Madam  Chair,  I  appreciate  the  opportunity  to  appear  before  you 
today  on  behalf  of  nursing.  Nursing  appreciates  the  support  you 
and  your  committee  have  given  us  in  the  past  and  hope  that  you 
will  continue  to  recognize  the  important  contribution  that  nurses 
make  to  the  health  care  of  this  Nation.  Nurses  are  frequently  the 
first  and  sometimes  the  only  point  of  contact  for  the  health  care 
consumer.  The  Nation's  nurses  urge  you  and  the  committee  to  fund 
nursing  education  programs  at  $78.5  million  and  the  National  Cen- 
ter for  Nursing  Research  at  $73.5  million  for  fiscal  year  1994. 

I  would  be  pleased  to  answer  any  questions.  Thank  you. 

[The  statement  follows:] 

Statement  of  Barbara  Koster 

Mr.  Chairman,  I  am  Barbara  Koster,  MSN,  RN,  CS,  ANP,  clinic  coordinator  and 
nurse  practitioner  at  West  Virginia  Health  Right,  a  free  clinic  and  assistant  profes- 
sor at  Marshall  University,  in  Huntington,  West  Virginia.  I  appear  today  on  behalf 
of  the  almost  350,000  nurses  represented  by  the  American  Nurses  Association 
(ANA)  and  its  53  constituent  state  and  territorial  nurses  associations,  the  Associa- 
tion of  Operating  Room  Nurses,  Inc.  (AORN),  the  American  Association  of  Critical- 
Care  Nurses  (AACN),  the  Emergency  Nurses  Association  (ENA),  the  American  Asso- 
ciation of  Spinal  Cord  Injury  Nurses  (AASCIN)  and  the  National  Nurse  Practitioner 
Coalition  (NNPC).  I  appreciate  the  opportunity  to  testify  before  you  today  on  issues 
of  importance  to  nursing:  nursing  education,  nursing  research  and  other  special  pro- 
grams. 
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We  gratefully  acknowledge  this  committee's  support  for  nursing  education  and  re- 
search. This  committee  has  continued  to  recognize  the  importance  of  nurses  in 
health  care  delivery  and  have  funded  programs  for  nursing  education  and  innova- 
tive practice  models.  We  share  the  mutual  goal  of  ensuring  the  nation  an  adequate 
supply  of  well-educated  nurses  to  meet  the  increasing  demands  of  our  changing 
health  care  system.  As  our  newly  elected  President  calls  for  health  care  reform  that 
provides  cost  effective  access  to  health  care  services — America's  nurses  are  ready. 
Nurses  are  frequently  the  first,  and  sometimes  the  only,  point  of  contact  for  the 
health  care  consumer.  Sadly,  the  reoccurrence  of  major  epidemics,  like  tuberculosis, 
reminds  us  that  our  nation's  shift  in  values  from  primary  and  preventive  care  to 
more  technical  care  has  taken  a  toll  on  many  citizens.  Nurses  are  strategically 

E laced  in  schools,  industry,  offices  and  communities.  The  growth  of  technology  and 
ospitalization  has  created  a  shortage  of  nurses  in  public  health  and  community 
health  roles.  States,  struggling  to  meet  the  growing  demands  of  health  care  costs, 
have  virtually  eliminated  public  health  nurses  and  other  public  health  projects. 

We  recommend  $78.5  million  in  fiscal  year  1994  funding  for  programs  of  the 
Nurse  Education  and  Practice  Improvement  Amendments  of  1992.  Further,  we  rec- 
ommend a  $73.5  million  funding  level  for  the  National  Center  for  Nursing  Research 
(NCNR),  National  Institutes  of  Health  (NIH). 

NURSING  EDUCATION  ACT 

The  President's  Budget  recommends  funding  $19,583  million  for  the  Nurse  Practi- 
tioner and  Nurse-Midwife  Program  Grants  (Sec.  822).  As  access  to  care  increases, 
the  need  for  cost  effective,  quality  providers  such  as  nurses  will  also  increase.  Stud- 
ies indicate  that  despite  the  barriers  to  providing  primary  health  care  services  at 
the  state  level,  60  to  80  percent  of  the  basic  health  care  performed  by  nurses,  such 
as  nurse  practitioners  and  certified  nurse-midwives,  results  in  the  same  quality  out- 
comes as  physicians  at  a  much  lower  cost.  If  this  program  was  funded  at  the  author- 
ization level,  twenty  one  new  programs  could  be  funded  each  year  resulting  in  240 
additional  students  and  graduates  per  year. 

Traineeships  for  Advanced  Education  of  Professional  Nurses  (Sec.  830) — This  pro- 
gram provides  grants  for  stipends  to  individuals  in  nursing  master's  and  doctoral 
programs.  In  fiscal  year  1992,  these  grants  provided  funding  for  student  support  to 
225  schools,  including  216  masters  programs,  52  doctoral  degree  programs  and  9 
certificate  nurse-midwife  schools.  In  addition,  approximately  25  percent  of  the  re- 
cipients were  prepared  to  assume  nurse  practitioner  roles,  with  approximately  28 
percent  prepared  for  family  or  community  public  health  positions.  We  understand 
that  the  President's  Budget  has  recommended  funding  at  $19,623  million.  We  rec- 
ommend $20.0  million  for  fiscal  year  1994  appropriations  (fiscal  year  1993:  $13.9 
million). 

Special  Project  Grants  and  Contracts  (section  820) — "Special  Projects"  was  reau- 
thorized with  a  focus  on:  the  expansion  of  enrollment  in  professional  nursing  pro- 
grams with  preference  given  to  schools  providing  clinical  experiences  in  primary 
health  care,  primary  health  care  in  noninstitutional  settings  and  grants  to  schools 
of  nursing,  continuing  education  for  nurses  in  medically  underserved  communities, 
and  long  term  care  training.  These  grants  will  be  especially  effective  in  enhancing 
the  role  of  nurses  as  health  care  providers  in  primary  care.  Nursing  is  excited  about 
the  potential  creativity  that  will  be  stimulated  as  unique  preventive  and  primary 
care  delivery  models  are  designed  to  increase  access  to  care  in  rural  America.  One 
possibility  would  be  the  establishment  of  nursing-school  run,  school-based  clinics. 
We  recommend  the  President's  Budget  recommendation  of  $10.5  million  for  fiscal 
year  1994  appropriations  (fiscal  year  1993:  $10.4  million). 


(In  millions  of  dollars] 


Nurse  Education  Act 


1993 


Fiscal  year— 


1994  author- 
ization 


1994  request 


President's 
budget 


Nurse  Practitioner/Nurse  Midwives  Program 

Professional  nurse  traineeships 

Advanced  nurse  education 

Nursing  special  projects  

CRNA's 

Loan  repayment 

School  Nursing  Program  


$15.5 

13.9 

120 

104 

2.7 

2.0 


$20.0 

20.0 

12.0 

10.5 

4.0 

6.0 


$20.0 

20.0 

120 

10.5 

40 

6.0 


$19,583 
19.623 
8.158 
10.500 
1813 
2.043 
4.000 
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[In  millions  of  dollars] 


Fiscal  year — 

President's 
budget 

Nurse  Education  Act 

1993 

1994  author- 
ization 

1994  request 

Disadvantaged  assistance 

Total  

National  Center  for  Nursing  Research 

3.7 

60.2 
48.2 

6.0 

78.5 

6.0 

78.5 
73.5 

5.193 

70.913 

48.975 

In  addition,  we  support: 

$80.0  million  in  fiscal  year  1994  funding  (fiscal  year  1993  $75.9  million)  for  the 
National  Health  Service  Corps  Scholarship  program. 

$17  million  in  fiscal  year  1994  funding  (fiscal  year  1993  $4.0  million)  for  the 
"Trauma  Care  Systems  Planning  and  Development  Act  of  1990,"  the  minimum 
amount  that  would  permit  the  program  to  operate  as  Congress  intended. 

We  urge  the  Committee  to  fully  fund  women's  health  programs.  We  applaud 
President  Clinton's  leadership  on  women's  health  issues  as  evidenced  by  the  priority 
placed  on  these  programs  in  his  economic  incentive  proposal.  We  urge  that  sufficient 
funds  be  available  for  research  at  the  NIH,  appropriations  for  specific  diseases  that 
disproportionately  impact  women,  and  funding  for  Public  Health  Service  programs 
that  increase  the  access  of  women  to  the  health  care  delivery  system  and  provide 
equitable  treatment  to  the  health  conditions  of  women. 

NATIONAL  CENTER  FOR  NURSING  RESEARCH 

The  purpose  of  NCNR  is  to  conduct  and  support  science  to  strengthen  nursing 
practice  and  health  care  that  promotes  health,  prevents  disease  and  ameliorates  the 
effects  of  illness  and  disability.  NCNR  continues  its  laudable  efforts  in  the  current 
priority  areas  of  low  birth  weight,  HIV  infection,  long-term  care  requirements  of  the 
elderly,  symptom  management  with  particular  emphasis  on  acute  pain  in  vulnerable 
populations,  and  women's  health  issues.  New  initiatives  include  community-based 
nursing  models,  health-promoting  behavior  and  HPvVAIDS,  and  living  with  chronic 
illness.  We  recommend  a  funding  level  of  $73.5  million  which  would  bring  NCNR's 
success  rate  into  line  with  the  overall  NIH  average  of  21.6  percent.  The  President's 
Budget  has  recommended  only  a  $48,975  funding  level,  which  does  not  even  keep 
up  with  inflation  and  which  would  decrease  NCNR's  success  rate  to  an  unacceptable 
7.7  percent.  We  would  also  like  to  urge  a  level  of  funding  of  $4.8  million  for  research 
centers  of  excellence  to  provide  nursing  research  and  research  training  in  areas  of 
critical  public  health  needs,  such  as  prevention  or  care  of  low  birthweight  infants, 
women's  health,  and  keeping  older  people  independent  as  long  as  possible. 

Currently,  Congress  is  considering  a  bill  which  would  reauthorize  the  NIH.  A  pro- 
vision in  H.R.  4,  and  its  companion  bill  S.  1,  a  bill  to  amend  the  Public  Health  Serv- 
ice Act  to  revise  and  extend  the  programs  of  the  NIH  contains  a  new  provision,  Sec- 
tion 1512,  to  study  the  number  of  nurses  related  to  quality  care  and  occupational 
safety  and  health.  Nursing  strongly  recommends  that  adequate  funds  be  earmarked 
to  carry  out  the  study  on  the  adequacy  of  nurses. 

Mr.  Chairman,  we  appreciate  the  opportunity  to  appear  before  you  today  on  be- 
half of  nursing.  We  appreciate  the  support  you  and  your  committee  have  given  us 
in  the  past  and  hope  that  you  will  continue  to  recognize  the  important  contribution 
that  nurses  make  to  the  health  care  of  this  nation.  The  nation's  nurses,  both  hos- 
pital and  community-based,  and  advanced  practice  nurses  (NPs,  CNMs,  CNSs, 
CRN  As,  and  RN  first  assistants)  urge  you  and  the  Committee  to  fund  nursing  edu- 
cation programs  at  $78.5  million  and  the  National  Center  for  Nursing  Research  at 
$73.5  million  for  fiscal  year  1994.  I  would  be  pleased  to  answer  any  questions. 

Senator  Murray.  The  President  has  asked  for  $4  million  for  the 
school  nursing  program,  and  on  page  2  of  your  written  testimony, 
you  have  not  put  in  a  request.  Do  you  support  the  President's 
budget  request  on  that? 

Ms.  Koster.  Yes,  we  do.  We  support  the  President's  request. 

Senator  MURRAY.  Can  you  tell  me  what  that  program  is? 
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Ms.  KOSTER.  I  couldn't  tell  you  the  specifics  on  that  program,  no, 
but  I  can  provide  that  to  you  in  writing  to  let  you  know. 

Senator  Murray.  Was  there  a  reason  that  you  left  off  an  amount 
on  that  on  your  written  testimony? 

Ms.  KOSTER.  I  don't  have  a  particular  reason,  no,  as  to  why  that 
was  left  off,  but  we  can  address  that  and  get  that  information  to 
the  committee. 

Senator  Murray.  OK.  I  would  appreciate  that.  Thank  you. 

[The  information  follows:] 

School  Nurse  Initiative 

I  was  pleased  to  have  the  opportunity  to  testify  before  you  on  behalf  of  the  Amer- 
ican Nurses  Association  (ANA)  on  April  30,  1993.  As  you  are  aware,  the  American 
Nurses  Association  represents  the  nation's  two  million  nurses  and  is  the  oldest  and 
largest  professional  association  and  union  for  nurses.  Thank  you  for  the  opportunity 
to  discuss  issues  of  importance  to  nursing  regarding  funding  for  programs  which  di- 
rectly impact  the  education  of  and  research  performed  by  America's  largest  health 
professions  group. 

You  posed  a  question  regarding  a  $4  million  budget  allocation  in  President  Clin- 
ton's Budget  for  a  School  Nurse  Initiative.  ANA  supports  this  initiative,  and  we  be- 
lieve appropriations  for  this  new  initiative  should  be  considered  in  addition  to  the 
full  authorization  funding  level  of  the  Nurse  Education  and  Practice  Amendments 
of  1992  of  $78.5  million.  As  we  understand,  the  Administration  views  this  $4  million 
as  a  new  activity  which  is  part  of  the  investment  strategy  for  fiscal  year  1994.  This 
funding  would  serve  to  fund  up  to  18  demonstration  projects  featuring  an  expanded 
role  for  school  nurses  and  enhance  the  knowledge  and  skills  of  school  nurses 
through  continuing  education.  Examples  of  focus  areas  under  this  initiative  would 
include:  immunizations,  physical  assessments,  health  promotion  and  education,  dis- 
ease prevention,  substance  abuse  prevention,  violence  prevention,  mental  health  is- 
sues, teenage  pregnancy,  case  management,  family  health  care,  and  community  sys- 
tems for  health  care. 

ANA  supports  the  utilization  of  nurses  in  innovative  programs,  such  as  the  Ad- 
ministration's School  Nurse  Initiative.  Nursing's  Agenda  for  Health  Care  Reform, 
nursing's  health  care  reform  agenda,  endorsed  by  approximately  70  organizations, 
calls  for  a  restructured  health  care  system  which  facilitates  the  utilization  of  the 
most  cost-effective  provider  in  the  most  appropriate  settings.  We  believe  the  Admin- 
istration's School  Health  Initiative  supports  the  concepts  contained  in  our  agenda. 

STATEMENT  OF  PATTY  LONGSTREET  HAYES,  AMERICAN  ASSOCIATION 
OF  NURSE  ANESTHETISTS 

Senator  Murray.  Patty  Longstreet  Hayes. 

Ms.  Hayes.  Thank  you.  My  name  is  Patty  Hayes,  and  I  am  the 
associate  director  of  Federal  Government  affairs  for  the  American 
Association  of  Nurse  Anesthetists.  I  am  here  for  Lorraine  Jordan, 
who  is  the  director  of  education  and  research  for  the  AANA,  who 
was  unable  to  attend  today  due  to  a  death  in  the  family. 

Senator  Murray,  we  appreciate  the  opportunity  to  testify  before 
you  on  fiscal  year  1994  appropriations  for  nursing  education  and 
wish  to  heartily  thank  the  committee  for  the  historical  support  it 
has  given. 

The  AANA  requests  that  nurse  anesthesia  education  programs 
be  funded  at  $4  million  for  fiscal  year  1994.  This  will  provide  $1.5 
million  for  the  expansion  and  startup  costs  for  new  nurse  anesthe- 
sia education  programs,  $2  million  for  continued  traineeship  sup- 
port for  nurse  anesthesia  students,  and  $500,000  to  increase  the 
number  of  nurse  anesthetist  faculty  with  advanced  degrees. 

Certified  registered  nurse  anesthetists  increase  access  to  health 
care  by  administering  more  than  65  percent  of  the  26  million  anes- 
thetics given  each  year  in  the  United  States  and  are  the  sole  anes- 
thesia provider  in  85  percent  of  rural  hospitals.  In  isolated  areas, 
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one  CRNA  may  provide  services  in  as  many  as  four  hospitals  which 
provides  a  critical  complement  to  primary  care  such  as  obstetric, 
anesthesia,  and  trauma  stabilization. 

However,  there  continues  to  be  a  shortage  of  CRNA's.  A  1990 
health  economics  research  study  which  was  mandated  by  Congress 
reported  the  need  to  graduate  1,800  nurse  anesthesia  students 
each  year  through  the  year  2000  and  1,500  a  year  thereafter.  In 
1993,  our  council  on  accreditation  estimates  that  there  will  be  ap- 
proximately 900  graduates,  far  short  of  the  1,800  needed,  but  we 
are  pleased  to  say  that  this  is  an  increase  of  250  since  1990. 

With  the  $2.7  million  appropriated  by  Congress  in  1993,  six 
newly  started  CRNA  education  programs  will  continue  to  receive 
startup  funds.  With  up  to  four  new  programs  just  this  year,  which 
are  ready  to  begin,  we  will  be  applying  for  funding. 

In  addition,  student  traineesnips  are  allocated  to  over  280  stu- 
dents. 

AANA  is  concerned  that  the  administration's  proposal  of  only 
$1.8  million  for  nurse  anesthesia  education  will  lead  to  cuts  in 
these  student  traineeships  and  cuts  for  the  new  programs  which 
have  received  partial  startup  funds.  Progress  made  to  date  in  in- 
creasing the  numbers  of  CRNA's  would  be  at  grave  risk. 

PREPARED  STATEMENT 

In  conclusion,  the  AANA  recommends  that  $4  million  be  appro- 
priated in  fiscal  year  1994  for  nurse  anesthesia  education  pro- 
grams, and  in  addition,  we  join  in  supporting  with  other  nursing 
organizations  the  recommendation  that  $73.5  million  be  appro- 
priated for  the  National  Center  for  Nursing  Research. 

Thank  you  for  the  opportunity  to  speak  today. 

[The  statement  follows:] 

Statement  of  Lorraine  M.  Jordan 

My  name  is  Lorraine  M.  Jordan.  I  am  a  certified  registered  nurse  anesthetist 
(CRNA)  and  the  Director  of  Education  and  Research  for  the  American  Association 
of  Nurse  Anesthetists  (AANA).  The  AANA  appreciates  the  opportunity  to  testify  re- 
garding continued  federal  funding  for  nurse  anesthesia  education  programs  author- 
ized under  the  1992  Nurse  Education  and  Practice  Improvement  Amendments  to 
the  Nurse  Education  Act  (NEA).  The  AANA  requests  that  the  nurse  anesthetist  pro- 
grams in  the  NEA  be  funded  at  $4  million  for  fiscal  year  1994  in  order  to  accom- 
plish the  following  objectives:  To  provide  funding  for  the  expansion  and  start-up 
costs  of  new  nurse  anesthesia  educational  programs  ($1.5  million).  To  continue 
traineeship  support  for  nurse  anesthesia  students  ($2  million).  To  increase  the  num- 
ber of  nurse  anesthetist  faculty  with  advanced  degrees  ($0.5  million). 

Description  of  CRNA's 

CRNA's  are  licensed  professional  nurses  who  have  qualified  themselves  through 
academic  and  clinical  achievements.  Nurses  have  been  administering  anesthesia  in 
the  United  States  for  over  a  century.  The  specialty  of  nurse  anesthesia  emerged 
prior  to  World  War  I  and  nurse  anesthetists  have  functioned  with  distinction  in 
both  civilian  and  military  settings.  The  practice  of  CRNA's  is  legally  sanctioned  in 
all  states  and  other  legal  jurisdictions  of  the  United  States. 

Background  of  current  CRNA  shortage 

A  February,  1990  Health  Economics  Research  (HER)  study,  mandated  by  the  con- 
gressional appropriations  committees,  reported  the  need  for  30,000  CRNA's  by  the 
year  2000,  and  over  35,000  CRNA's  by  the  year  2010.  To  meet  that  need,  the  edu- 
cational system  for  nurse  anesthetists  would  have  to  graduate  1,800  students  yearly 
between  now  and  the  year  2000,  and  1,500  a  year  thereafter.  In  1993,  AANA  esti- 
mates that  there  will  be  approximately  900  nurse  anesthetists  graduates,  far  short 
of  the  1,800  needed  but  an  increase  of  over  250  since  1990. 
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The  peak  number  of  nurse  anesthesia  educational  programs  has  been  almost  cut 
in  half.  In  1983,  there  were  about  160  nurse  anesthesia  educational  programs;  in 
1993  there  are  only  92.  The  AANA  is  pleased  to  note  the  success  of  efforts  to  stop 
the  downward  trend  in  the  number  of  nurse  anesthesia  educational  programs,  as 
evidenced  by  the  six  new  nurse  anesthesia  educational  programs  that  were  funded 
through  fiscal  year  1992  appropriations.  The  six  new  educational  programs  that 
shared  $839,000  in  federal  funding  were:  University  of  Michigan  (Flint),  the  Univer- 
sity of  Ohio  (Akron),  Trover  Clinic  (Madisonville,  Kentucky),  Oakland  University 
(Rochester,  Michigan),  University  of  Cincinnati  (Ohio)  and  Altoona  Hospital  (Penn- 
sylvania). 

In  meeting  the  challenge  presented  by  the  CRNA  shortage,  the  current  nurse  an- 
esthesia education  programs  have  become  creative  in  working  with  local  resources 
and  flexible  in  design.  Over  the  past  five  years,  the  average  enrollment  per  program 
has  increased  60  percent  as  programs  strive  to  expand  student  slots.  According  to 
the  1992  AANA  Council  on  Accreditation  survey,  40  programs  report  that  they  plan 
to  increase  enrollment  within  the  next  two  years. 

CRNA's  provide  quality  health  care 

CRNA's  have  provided  anesthesia  services  in  the  United  States  for  over  a  century. 
Through  their  long  history,  CRNA's  have  compiled  an  impressive  safety  record.  Data 
in  a  1988  Center  for  Health  Economics  Research  study  demonstrated  that  there  is 
no  difference  in  anesthesia  outcomes  based  on  whether  the  provider  is  a  CRNA  or 
an  anesthesiologist. 

CRNA's  increase  access  to  health  care  and  primary  care  services 

CRNA's  increase  access  to  health  care  by  administering  more  than  65  percent  of 
the  26  million  anesthetics  given  to  patients  each  year  in  the  U.S.  CRNA's  are  the 
sole  anesthesia  provider  in  85  percent  of  rural  hospitals,  affording  these  medical  fa- 
cilities obstetrical,  surgical,  and  trauma  stabilization  capabilities.  In  addition,  a  re- 
cent Department  of  Health  and  Human  Services  brochure,  entitled  "Rural  Health 
Professions  Facts"  included  the  following  information  about  CRNA's: 

It  has  been  estimated  that  nurse  anesthetists  administer  as  much  as  70  percent 
of  all  anesthesia  services  provided  in  hospitals  with  under  100  beds. 

In  isolated  areas,  one  CRNA  may  provide  services  in  as  many  as  four  hospitals. 

When  ranked  by  CRNA's  per  capita,  seven  of  the  10  highest  ranked  states  had 
a  substantial  proportion  (33  percent)  of  their  populations  living  in  non-metropolitan 
areas,  reflecting  the  high  CRNA  concentration  in  these  areas  and  the  dependence 
of  rural  states  on  CRNA's  for  anesthesia  service  provision. 

In  all  settings,  CRNA  services  are  an  essential  complement  to  the  primary  care 
delivery  system.  Without  the  necessary  anesthesia  and  related  care,  obstetrics  and 
trauma  care  is  lacking  a  critical  component.  For  example,  the  normal  delivery  of  a 
child  may  not  require  specific  anesthesia  services,  however,  the  CRNA  must  be 
available  in  case  of  problems  during  delivery  which  may  necessitate  a  cesarean  sec- 
tion or  choice  by  the  mother  for  an  epidural  anesthetic  to  ease  the  delivery.  Because 
of  the  interdependence  between  primary  care  and  anesthesia  care,  continued  federal 
support  for  nurse  anesthesia  education  should  be  an  element  of  any  proposal  to  in- 
crease primary  care  providers. 

CRNA's  are  cost-effective  health  care  providers 

A  1990  Health  Economics  Research  study  found  that  increased  use  of  CRNA's  to 
deliver  anesthesia  could  save  the  nation  $1  billion  annually  by  the  year  2010. 
CRNA's  save  Medicare  beneficiaries  money  by  accepting  mandatory  assignment, 
whereas  anesthesiologists  can  balance  bill  Medicare  beneficiaries. 

In  addition,  the  educational  costs  of  preparing  CRNA's  are  less  than  those  of  pre- 
paring anesthesiologists.  The  average  annual  program  cost  per  student  nurse  anes- 
thetist is  $11,741.  With  the  average  length  of  a  nurse  anesthesia  program  being  27 
months,  the  total  cost  per  student  is  $26,417  ($11,741  per  year  x  2.25  years).  In  con- 
trast, according  to  data  from  the  Health  Care  Financing  Administration,  the  aver- 
age annual  cost  per  medical  resident  in  a  residency  program  was  $84,837  in  1990. 
Therefore,  the  total  cost  per  student  for  a  four  year  anesthesiologist  residency  is 
$339,400  ($84,837  per  year  x  4  years).  The  conclusion  to  be  drawn  is  that  for  the 
same  cost  of  preparing  one  anesthesiologist,  you  can  prepare  10  CRNA's.  Even  more 
important  in  light  of  the  shortage  of  anesthesia  providers,  those  10  CRNA's  will 
have  entered  the  work  force  and  cumulatively  provided  at  least  40  years  of  anesthe- 
sia services  by  the  time  the  one  anesthesiology  resident  graduates  and  is  ready  to 
practice. 
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RECENT  HISTORY  OF  NURSE  ANESTHESIA  FEDERAL  FUNDING 

[In  millions  of  dollars] 


476 

($0,758) 

533 

($.782) 

622 

($1,044) 

789 

($.706) 

779 

($.913) 
(') 

Total  funds  in  fiscal  year  Number  oHrameeships/  Number  of  faculty/funds  Nw  eduatta  programs/ 

1988— $0.758 

iqoq tn  7g2 

1990— $1.119 622  ($1,044)        33  ($0,750) 

1991— $1.430 789   ($.706)        56   ($.153)         4  ($0,555) 

1992— $1.930 779   ($.913)        48   ($.153)         6   ($.839) 

1993— $2.728 (M (M (M 

'In  process. 

AANA  is  concerned  that  the  Administration's  proposal  for  nurse  anesthesia  edu- 
cation funding  of  only  $1.8  million  will  lead  to  cuts  both  in  the  student  traineeships 
and  for  the  new  programs  which  have  received  partial  start-up  funds.  Progress 
made  to  date  in  increasing  the  numbers  of  CRNA's  would  be  at  grave  risk.  Addition- 
ally, with  plans  under  discussion  to  limit  the  number  of  medical  specialists,  support 
for  alternative  providers,  such  as  CRNA's,  becomes  even  more  critical  as  we  move 
into  system  reform. 

National  Center  for  Nursing  Research  Funding 

The  AANA  would  additionally  recommend  that  funding  for  the  National  Institute 
for  Nursing  Research,  at  the  National  Institutes  of  Health,  be  increased  to  $73.5 
million  in  fiscal  year  1994.  The  purpose  of  the  Center  is  to  foster  nursing  research 
and  to  ensure  an  adequate  supply  of  qualified  nurse  researchers. 

Conclusion 

The  AANA  recommends  that  $4  million  be  appropriated  in  fiscal  year  1994  for 
nurse  anesthesia  programs  under  the  Nurse  Education  Act.  In  addition,  the  AANA 
recommends  that  $73.5  million  be  appropriated  for  the  National  Institute  for  Nurs- 
ing Research. 

Senator  Murray.  Thank  you.  Can  anything  be  done  to  encourage 
nurse  anesthetists  to  locate  in  rural  areas? 

Ms.  Hayes.  Our  council  on  accreditation  has  established  a  stand- 
ard that  actually  will  require  our  programs  to  out-station  in  rural 
areas,  which  has  been  very  helpful.  In  Washington  State,  as  you 
know,  we  serve  a  lot  of  the  rural  areas  there,  most  of  the  rural 
areas  there.  So,  we  have  had  good  success  in  both  getting  students 
out  in  the  clinical  sites  out  there. 

One  of  our  problems  we  are  having  with  the  clinical  sites  is  that 
the  funds  for  the  hospitals  to  help  in  paying  for  having  students 
there  are  really  not  available  for  us  right  now,  and  we  are  working 
with  Medicare  on  that  issue. 

Secondarily,  because  of  the  amount  of  Medicare  money  that  goes 
for  graduate  medical  education,  we  are  in  competition  with  anes- 
thesia residencies.  The  cost  for  an  anesthesia  resident  is  over 
$84,000  a  year.  For  our  students,  it  is  $26,000  for  the  whole  pro- 
gram. So,  we  are  trying  to  get  that  message  out  so  that  we  can  be 
the  cost-effective  provider. 

Senator  MURRAY.  Thank  you. 

STATEMENT  OF  GERALDINE  C.  WILLIAMSON,  M.N.,  ILN.C,  AMERICAN 
ASSOCIATION  OF  OCCUPATIONAL  HEALTH  NURSES 

Senator  Murray.  Geraldine  Williamson. 

Ms.  Williamson.  Thank  you,  Senator  Murray. 

I  am  here  today  on  behalf  of  the  more  than  12,500  individual 
members  of  the  American  Association  of  Occupational  Health 
Nurses.    AAOHN    is   the    professional    association    for    registered 
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nurses  who  provide  worksite  health  care.  Our  focus  is  on  workers' 
safety  and  health  and  a  safe  and  healthy  work  environment. 

Our  testimony  today  focuses  on  three  issues.  First  we  urge  you 
to  support  the  key  Federal  health  and  safety  research  programs. 
Priorities  should  be  placed  on  increasing  overall  funding  for 
NIOSH,  funding  the  new  CDC  Center  for  Injury  Control  and  Pre- 
vention at  $50  million  for  fiscal  year  1994,  and  continuing  support 
for  agricultural  safety  and  health  programs  at  NIOSH. 

AAOHN  particularly  has  firsthand  experience  with  the  benefits 
of  these  programs  as  a  number  of  our  members  are  involved  in  the 
successful  health  and  safety  intervention  initiatives  which  are  a 
part  of  the  NIOSH  occupational  health  nurses  and  agricultural 
communities  program. 

A  second  area  of  concern  is  the  need  to  expand  support  for  nurs- 
ing research  and  education.  Nursing  research  is  integrally  con- 
nected to  health  promotion,  disease  prevention,  and  controlling 
health  care  costs.  Health  care  reform  will  further  heighten  the  im- 
portance of  the  nursing  profession  as  a  key  component  of  quality, 
cost,  and  access  strategies.  We  join  our  other  nursing  colleagues  in 
recommending  that  funding  for  the  National  Center  for  Nursing 
Research  be  increased  to  $73.5  million. 

We  are  also  requesting  funding  be  set  aside  to  study  the  impact 
of  health  care  reform  models  on  occupational  health  and  safety.  In 
recent  years  employers  have  substantially  expanded  worksite 
health  promotion  and  safety  programs.  However,  it  is  unclear 
whether  they  will  have  adequate  incentives  to  continue  these  pro- 
grams under  the  proposed  health  care  reform  models.  A  study  is 
needed  to  examine  this  issue  and  make  recommendations  on  how 
to  maintain  effective  worksite  health  and  safety  programs  and  to 
protect  the  health  and  safety  of  American  workers. 

We  also  encourage  the  committee  to  continue  your  strong  support 
for  nursing  education.  Again,  health  care  reform  will  increase  the 
demand  for  cost  effective  primary  care  and  prevention  programs 
which  involve  nurses.  We  urge  you  to  pay  particular  attention  to 
the  need  for  advanced  education  and  to  the  special  projects  and 
grants  programs  which  will  support  innovative  nursing  practice 
models,  including  nurse  based  worksite  models. 

Finally,  we  want  to  commend  the  subcommittee  for  your  efforts 
to  establish  an  office  of  occupational  health  nursing  at  OSHA.  We 
understand  that  the  department  has  very  recently  informed  the 
committee  that  this  office  has  been  established.  Until  about  5  years 
ago,  there  were  no  occupational  health  nurse  positions  at  OSHA, 
despite  the  fact  that  we  are  the  largest  group  of  health  care  provid- 
ers at  the  worksite  and  that  in  many  cases  we  are  the  only  health 
care  professional. 

PREPARED  STATEMENT 

As  a  result  of  the  efforts  of  this  subcommittee,  we  understand 
that  the  Department  has  created  an  office  of  occupational  health 
nursing  in  the  directorate  of  technical  support  at  a  level  equivalent 
to  other  occupational  health  and  safety  professions.  We  are  very 
pleased  with  this  development  and  we  express  a  great  deal  of  ap- 
preciation to  the  subcommittee  for  the  support  in  this  effort. 
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I  appreciate  the  opportunity  to  be  here  and  would  be  happy  to 
answer  any  questions. 
[The  statement  follows:] 

Statement  of  Geraldine  C.  Williamson,  MN,  RNC 

Mr.  Chairman,  I  am  here  today  on  behalf  of  the  12,500  individuals  who  belong 
to  the  American  Association  of  Occupational  Health  Nurses.  Our  organization  is  the 
professional  association  for  registered  nurses  who  provide  on-the-job  health  care 
services.  AAOHN  is  dedicated  to  improving  the  health  and  safety  of  America's  work- 
ers. Our  testimony  today  focuses  on  three  major  issues: 

First,  we  are  requesting  the  Committee  to  maintain  adequate  federal  support  for 
federal  health  and  safety  research  programs. 

Second,  we  would  like  your  support  for  expanding  nursing  research  and  education, 
particularly  programs  related  to  occupational  health  and  safety. 

Finally,  we  are  seeking  your  assistance  in  creating  an  Office  of  Occupational 
Health  Nursing  within  OSHA. 

federal  support  for  health  and  safety  research 

AAOHN  is  appreciative  of  this  Committee's  efforts  to  expand  federal  support  for 
the  occupational  health  and  safety  research  programs  of  the  National  Institute  of 
Occupational  Safety  and  Health  (NIOSH).  The  Administration  is  proposing  to  in- 
crease the  budget  for  these  programs  from  $112  to  $122  million  in  fiscal  year  1994. 
At  this  level,  NIOSH  would  be  able  to  maintain  on-going  studies  and  equip  the  ad- 
vanced laboratory  facility  in  Morgantown,  West  Virginia.  We  urge  you  to  support 
this  initiative.  We  are  concerned,  however,  with  the  overall  level  of  NIOSH  funding. 
During  the  Reagan  and  Bush  Administrations  support  for  these  programs  did  not 
keep  pace  with  inflation.  In  "real  dollars"  the  current  funding  level  is  only  50  per- 
cent of  the  1980  funding  level. 

Our  organization  also  supports  an  increase  in  funding  for  the  new  Center  for  In- 
jury Control  and  Prevention  within  the  Centers  for  Disease  Control.  We  are  request- 
ing an  appropriation  of  $50  million  for  this  activity  in  fiscal  year  1994  which  is  $8.2 
million  above  the  Administration's  request  and  $18.2  million  above  the  fiscal  year 
1993  funding  level.  Injuries  are  the  leading  cause  of  death  in  people  under  44  and 
are  the  principal  preventative  public  health  problem  in  America.  Bringing  the  fund- 
ing for  this  activity  up  to  $50  million  will  permit  the  Center  to  provide  the  needed 
national  focus  for  injury  and  violence  research,  prevention  and  services  programs. 

In  addition,  AAOHN  strongly  recommends  continued  Committee  support  Tor  re- 
search related  to  agricultural  safety  and  health.  The  farm  accident  rate  is  second 
only  to  construction  work.  Nearly  half  of  all  survivors  of  serious  farm  trauma  are 
permanently  impaired.  They  alone  incur  an  estimated  $2.5  billion  in  lifetime  costs 
for  hospitalization  and  rehabilitation.  Occupational  health  nurses  are  playing  an  in- 
creasingly important  role  in  rural  and  farm  health  initiatives.  NIOSH  has  funded 
an  Occupational  Health  Nurses  in  Agricultural  Communities  (OHNAC)  program.  As 
part  of  tnis  program,  our  members  have  been  involved  in  conducting  successful  farm 
health  and  safety  review  and  intervention  initiatives  in  many  rural  areas  across  the 
United  States. 

EXPANDING  SUPPORT  FOR  NURSING  RESEARCH  AND  EDUCATION 

A  priority  should  also  be  placed  on  substantially  increasing  funding  for  the  Insti- 
tute for  Nursing  Research.  Legislation  approved  by  the  House  and  the  Senate  (H.R. 
4  and  S.  1)  earlier  this  year  will  raise  the  status  of  the  National  Center  for  Nursing 
Research  to  that  of  an  Institute. 

However,  the  President's  budget  for  fiscal  year  1994  does  not  include  any  appre- 
ciable increase  in  program  funding.  The  fiscal  year  1994  request  is  only  $479,000 
over  the  fiscal  year  1993  funding  level  of  $48.5  million.  The  projects  funded  by  this 
Institute  are  integrally  connected  to  health  promotion,  disease  prevention,  and  con- 
trolling health  care  costs.  Health  care  reform  will  further  heighten  the  importance 
of  nursing  and  nursing  research.  Strong  incentives  to  control  costs  and  expand  ac- 
cess will  place  new  demands  on  the  nursing  profession.  The  American  Nurses  Asso- 
ciation has  recommended  that  funding  for  this  Institute  be  increased  to  $73.5  mil- 
lion. We  support  their  position. 

We  are  also  requesting  that  $750,000  be  set  aside  to  study  the  impact  of  various 
health  care  reform  models  on  the  delivery  of  occupational  health  and  safety  services 
at  the  worksite.  Employers  have  substantially  expanded  the  health  promotion  and 
safety  programs  involving  occupational  health  nurses.  However,  it  is  unclear  wheth- 
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er  they  will  have  adequate  incentives  to  continue  these  programs  under  many  of  the 
health  reform  models  now  under  consideration.  A  study  should  be  conducted  to  ex- 
amine this  issue  and  provide  recommendations  on  how  to  maintain  these  effective 
worksite  programs. 

We  are  also  concerned  about  the  level  of  funding  for  nursing  education.  The  Ad- 
ministration has  recommended  that  total  funding  for  health  professions  curriculum 
assistance  grants  be  reduced  by  about  $25  million  to  a  level  of  $  198  million  in  fiscal 
year  1994.  In  the  past,  the  Subcommittee  has  provided  strong  support  for  nurse 
education  programs.  This  support  must  be  maintained.  The  President's  health  re- 
form initiatives  will  increase  the  demand  for  cost-effective  primary  care  and  preven- 
tion programs  involving  nurses.  We  urge  you  to  pay  particular  attention  to  the  need 
to  increase  funding  for  advanced  education  of  professional  nurses  and  funding  for 
special  projects  and  grants  which  is  used  to  support  innovative  nursing  practice 
models  and  is  a  source  of  funding  for  projects  involving  nurse  based  worksite  health 
care  delivery  initiatives. 

OSHA  OFFICE  OF  OCCUPATIONAL  HEALTH  NURSING 

Finally,  we  would  like  to  express  our  concern  regarding  the  Department  of  Labor's 
progress  in  establishing  an  Office  of  Occupational  Health  Nursing  in  OSHA.  Until 
approximately  three  years  ago,  there  were  no  occupational  health  nurses  employed 
in  policy-making  positions  by  OSHA.  As  a  result  of  the  support  of  this  Subcommit- 
tee, there  are  now  two  occupational  health  nurses  within  the  Directorate  of  Tech- 
nical Support.  However,  OSHA  has  yet  to  formally  incorporate  these  positions  into 
the  structure  of  the  Directorate. 

Occupational  nurses  have  substantial  knowledge  and  expertise  on  what  does,  and 
doesn't,  work  in  promoting  worker  safety  and  health  based  on  their  training  and 
professional  experience.  In  most  cases,  our  nurses  are  the  only  health  care  profes- 
sionals located  at  the  worksite. 

During  the  last  three  appropriations  cycles,  this  Subcommittee  has  urged  the  De- 

gartment  to  formally  establish  an  Office  of  Occupational  Health  Nursing  within  the 
lirectorate  of  Technical  Support  at  a  level  equivalent  with  other  occupational 
health  and  safety  professions.  However,  the  Department  has  yet  to  establish  this 
office,  in  spite  of  assurances  provided  to  the  Committee  last  July. 

An  Office  of  Medicine  has  existed  within  the  Directorate  for  some  time  and  an 
Office  of  Ergonomics  has  also  been  established.  In  1990,  nursing  and  medicine 
groups,  invited  by  OSHA  to  make  recommendations  for  the  organizational  structure, 
both  recommended  separate  structures  for  medicine  and  nursing. 

Nurses  should  be  given  the  same  formal  organizational  recognition  afforded  their 
colleagues  in  Occupational  Medicine  and  Ergonomics.  They  are  the  largest  group  of 
health  care  providers  at  the  worksite  and  they  are  much  more  likely  to  be  providing 
care  and  directing  health  and  safety  programs  than  physicians  or  ergonomists.  For 
these  reasons,  we  urge  the  Committee  to  continue  to  support  the  nursing  positions 
at  OSHA  and  to  take  whatever  actions  are  necessary  to  ensure  that  an  Office  of 
Nursing  is  established  within  the  Directorate. 

I  appreciate  the  opportunity  to  appear  today  and  would  be  pleased  to  answer  any 
questions  you  might  have. 

Senator  MURRAY.  It  has  been  reported  that  commercial  fishing  is 
one  of  the  most  dangerous  occupations  in  the  United  States.  Has 
NIOSH  done  any  research  on  that  industry  or  have  any  rec- 
ommendations? 

Ms.  Williamson.  I  am  not  aware  of  any.  I  would  certainly  be 
glad  to  research  that  for  you. 

We  do  know  that  this  country  spent  more  than  $200  billion  on 
occupational  injuries  and  illnesses  in  1990  and  that  virtually  every 
occupational  injury  and  illness  is  preventable.  So,  we  clearly  need 
more  research  and  better  trained  occupational  health  and  safety 
professionals  to  help  deal  with  that. 

Senator  Murray.  Thank  you,  and  thank  you  to  all  the  members 
of  this  panel. 

STATEMENT  OF  AMANDA  SHERMAN,  DES  ACTION 

Senator  Murray.  We  will  move  on  to  the  final  panel:  Robert 
Cousins,  Amanda  Sherman,  Fred  Jones,  and  Fay  Lohr. 
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Ms.  Sherman.  Good  morning,  Senator  Murray.  I  very  much  ap- 
preciate the  opportunity  to  speak  before  you  today.  I  am  Amanda 
Sherman.  I  am  a  board  member  of  a  group  called  DES  Action, 
which  is  a  nonprofit  consumer  group  working  to  provide  support 
and  medical  information  to  those  exposed  to  DES  which  is  a  syn- 
thetic estrogen  known  as  diethylstilbestrol. 

An  estimated  5  million  pregnant  women  in  the  United  States 
took  this  drug  in  the  belief  it  would  prevent  miscarriage,  but  DES 
did  not  prevent  miscarriage.  Instead,  it  caused  grievous  harm  to 
the  mothers  who  took  daily  doses  of  it  throughout  pregnancy  and 
to  their  sons  and  daughters  who  were  bathed  in  this  dangerous 
drug  while  in  the  womb.  All  inherited  a  perilous  medical  legacy. 
DES  sons  suffer  from  serious  reproductive  tract  disorders.  DES 
mothers  face  a  44-percent  increased  risk  of  breast  cancer.  My  own 
legacy,  for  I  am  a  DES  daughter,  is  an  increased  risk  of  vaginal 
cancer  and  other  serious  health  problems.  I  also  must  have  expen- 
sive medical  monitoring  every  6  months,  and  as  a  result  of  my  DES 
deformities,  I  will  never  bear  a  child  of  my  own.  Like  millions  of 
other  DES-exposed  Americans,  I  know  what  it  means  to  face  a  life- 
time of  specialized  health  care  and  the  fear  of  future  illnesses. 

Of  the  many  DES  related  tragedies,  perhaps  the  greatest  is  that 
millions  of  people  still  do  not  know  that  their  health  is  in  jeopardy 
because  of  a  toxic  drug  administered  decades  ago.  At  present  we 
are  simply  not  getting  the  appropriate  medical  care  we  need. 

This  difficulty  is  compounded  by  the  fact  that  many  health  pro- 
fessionals are  unaware  of  the  symptoms,  as  well  as  the  complica- 
tions, of  DES  exposure.  Health  professionals,  who  traditionally 
could  play  an  effective  role  in  screening  procedures,  frequently  mis- 
diagnose or  simple  overlook  DES  related  problems. 

This  critical  lack  of  knowledge  has  extracted  an  enormous  toll  in 
terms  of  personal  suffering  and  needless  death  and  serves  only  to 
perpetuate  the  need  for  expensive,  crisis-oriented  medical  interven- 
tions. 

For  these  reasons,  DES  Action  welcomes  the  implementation  of 
the  DES  Education  and  Research  Amendments  of  1992  which  was 
passed  by  the  102d  Congress  last  October. 

Today  the  National  Institutes  of  Health,  in  response  to  the 
strong  congressional  approval,  have  given  priority  status  to  imple- 
ment the  DES  education  and  research  programs.  To  initiate  such 
programs,  the  NIH  allocated  a  total  of  $3.7  million  for  fiscal  year 
1992,  of  which  $1.5  million  was  specifically  awarded  by  this  sub- 
committee and  which  was  subsequently  used  by  the  NIH  to  begin 
a  handful  of  regional  education  programs.  These  programs  will 
serve  as  pilot  programs  to  precede  the  nationwide  educational  pro- 
gram which  will,  of  course,  require  greater  allocations  of  funds  in 
the  future.  In  1993,  the  NIH  estimates  that  approximately  $5.2 
million  will  be  necessary  to  continue  the  startup  efforts  in  DES 
education,  as  well  as  DES  research. 

The  funds  for  education  are  needed  to;  one,  identify  the  DES-ex- 
posed population  so  we  can  receive  the  special  health  care  we  need; 
two,  to  focus  on  preventative  health  care  with  special  emphasis  on 
public  and  health  care  provider  education;  and  three,  to  encourage 
scientific  research  which  shall  benefit  not  only  the  DES-exposed, 
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but  will  also  provide  information  on  hormonal  effects  which  will 
benefit  the  public  at  large. 

PREPARED  STATEMENT 

DES  Action  has  been  charged  by  Congress  to  consult  with  the 
NIH  on  the  DES  education  programs.  As  a  high  risk  population 
who  have  too  long  been  neglected,  we  are  keenly  interested  in  the 
quality  and  effectiveness  of  these  programs.  We  wish  to  make  cer- 
tain that  the  resources  you  provide  us  will  deliver  tangible  results. 

This  budget  request  of  $5.2  million  addresses  an  urgent  health 
need  for  approximately  10  million  Americans. 

Thank  you  for  your  attention,  and  I  will  be  pleased  to  answer 
any  questions  you  may  have. 

[The  statement  follows:] 

Statement  of  Amanda  Sherman 

Good  morning,  Mr.  Chairman,  and  distinguished  members  of  the  subcommittee, 
I  am  Amanda  Sherman,  board  member  of  DES  Action,  a  non-profit  consumer  group 
working  since  1979  to  provide  support,  medical  information  and  referrals  to  those 
exposed  to  the  synthetic  estrogen  diethylstilbestrol  (DES).  An  estimated  4.8  million 
pregnant  women  in  the  United  States  were  given  this  drug  from  1941  to  1971  in 
the  mistaken  belief  that  it  would  prevent  miscarriage.  They  and  their  offspring — 
2.4  million  daughters  and  2.4  million  sons — have  serious  health  problems.  DES 
mothers  have  a  44  percent  increased  risk  of  breast  cancer.  DES  daughters  are  at 
increased  risk  for  vaginal  cancer,  pregnancy  problems,  and  other  disorders  of  the 
reproductive  tract.  Both  DES  daughters  and  DES  sons  have  higher  rates  of  infertil- 
ity than  the  non-exposed  population. 

I  speak  to  you  today  both  as  a  policy  maker  and  as  a  DES  daughter  who  inherited 
a  perilous  medical  legacy.  I  know  firsthand,  like  millions  of  other  DES-exposed 
Americans,  what  it  means  to  face  a  lifetime  of  serious  health  risks,  specialized 
health  care,  and  fear  of  future  illness. 

Of  the  many  DES-related  tragedies,  perhaps  the  greatest  is  that  millions  of  people 
still  do  not  know  that  their  health  may  be  in  jeopardy  because  of  a  toxic  drug  ad- 
ministered decades  ago.  At  present,  they  are  not  getting  appropriate  medical  care. 

This  difficulty  is  compounded  by  the  reality  that  many  health  professionals  are 
unaware  of  the  symptoms  and  complications  of  DES  exposure.  Health  professionals 
who  could  play  an  effective  role  in  screening  procedures  frequently  misdiagnose  or 
overlook  DES-related  problems. 

This  critical  lack  of  knowledge  has  extracted  an  enormous  toll  in  terms  of  per- 
sonal suffering  and  needless  death,  and  only  serves  to  perpetuate  the  need  for  ex- 
pensive, crisis-oriented  interventions. 

For  these  reasons,  DES  Action  welcomes  the  implementation  of  The  DES  Edu- 
cation and  Research  Amendments  of  1992,  passed  by  the  102nd  Congress  on  Octo- 
ber 9th.  I  want  to  thank  Senator  Harkin  for  his  sponsorship  of  this  legislation  and 
for  the  extraordinary  wealth  of  experience  and  expertise  that  he  brings  to  bear  on 
health  care  issues  such  as  DES.  I  also  thank  Members  of  the  Subcommittee  for  a 
longstanding  and  deep  commitment  to  seeking  solutions  for  the  major  health  care 
problems  we  face  as  a  nation. 

The  National  Institutes  of  Health,  in  response  to  strong  Congressional  approval, 
have  given  priority  status  to  the  implementation  of  DES  education  and  research 
programs.  For  the  initial  startup  of  these  programs,  the  NIH  in  fiscal  year  1992  al- 
located a  total  of  $3.7  million,  of  which  $1.5  million  was  specifically  appropriated 
by  your  Subcommittee  and  subsequently  used  by  the  NIH  to  initiate  several  re- 
gional educational  programs.  These  programs  will  serve  as  testing  labs  to  precede 
the  nation-wide  educational  program  mandated  by  The  DES  Education  and  Re- 
search Amendments.  The  NIH  estimates  that  approximately  $5.2  million  is  nec- 
essary to  continue  their  startup  efforts  in  DES  education  and  research  in  fiscal  year 
1993.  These  funds  are  needed  to: 

Identify  the  DES  exposed  population  so  that  they  can  receive  the  special  health 
care  they  need. 

Focus  on  preventative  health  care  with  special  emphasis  on  public  and  health  care 
provider  education. 
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Encourage  scientific  research  which  benefits  not  only  the  DES  exposed,  but  will 
also  provide  information  on  hormonal  effects  that  will  be  of  importance  to  the  gen- 
eral public. 

DES  Action  has  been  charged  by  Congress  to  consult  with  the  NIH  on  DES-relat- 
ed  educational  programs.  As  a  high-risk  population  who  have  long  been  neglected, 
we  are  keenly  interested  in  the  quality  and  effectiveness  of  DES  health  care  pro- 
grams. We  wish  to  make  certain  that  the  resources  you  provide  will  deliver  tangible 
results. 

Mr.  Chairman,  support  from  you  and  your  Committee  for  this  budget  request  of 
$5.2  million  addresses  an  urgent  health  need  for  millions  of  Americans. 

Thank  you  for  your  attention,  and  I  will  be  pleased  to  answer  any  of  your  ques- 
tions. 

Senator  Murray.  What  number  of  DES-exposed  citizens  are  you 
currently  able  to  reach  with  the  education 

Ms.  Sherman.  Well,  that  is  a  very  good  question.  There  has  been 
no  nationwide  attempt  to  reach  DES-exposed  Americans,  and  the 
only  group  which  has  done  an  outreach  of  educational  efforts  has 
been  DES  Action,  which  is  a  very  small,  nonprofit  organization. 
Our  membership  list  is  approximately  3,000  people.  So,  we  esti- 
mate that  out  of  the  potentially  10  million  Americans,  we  know 
3,000  people  are  informed  on  an  ongoing  basis. 

Senator  Murray.  Does  the  education  project  do  outreach  to  try 
and  find  DES  exposed  Americans? 

Ms.  Sherman.  That  is  the  entire  purpose  of  the  outreach  pro- 
gram. Well,  first  of  all,  to  identify  DES-exposed  people  who  have 
no  knowledge  of  their  exposure,  and  second,  to  educate  their  health 
care  providers  to  make  sure  that  they  are  used  as  a  screening 
mechanism. 

Senator  MURRAY.  At  your  $5.2  million  recommendation,  how 
many  would  you  be  able  to  reach,  of  those  10  million? 

Ms.  Sherman.  Well,  that  amount  of  funding  will  certainly  not 
begin  to  address  the  need  for  reaching  10  million  Americans.  That 
amount  of  funding  will  only  be  able  to  reach  a  small  group  in  tar- 
geted regional  areas.  That  money  will  be  used  for  pilot  programs 
to  test  the  effectiveness  of  an  outreach  program  which  then,  with 
more  funding,  will  be  translated  to  a  national  program. 

Senator  Murray.  Thank  you. 

Ms.  Sherman.  Thank  you. 

STATEMENT  OF  FRED  JONES,  Ph.D.,  ASSOCIATION  OF  RESEARCH  CEN- 
TERS IN  MINORITY  INSTITUTIONS  PROGRAM  DIRECTORS 

Senator  Murray.  Fred  Jones. 

Dr.  JONES.  Good  morning,  Senator  Murray.  Thank  you  for  the 
opportunity  to  appear  before  you  this  morning  on  behalf  of  the  Re- 
search Centers  in  Minority  Institutions  Program  Directors  Associa- 
tion. I  am  Fred  Jones,  vice  president  for  academic  affairs  at 
Meharry  Medical  College  and  president  of  the  Association  of  Re- 
search Centers  in  Minority  Institutions  [RCMI],  program  directors. 
We  have  vice  presidents  at  Florida  A&M  University  and  at  the 
University  of  Hawaii  at  Manoa. 

Congressionally  mandated  in  1985,  the  objective  of  the  NIH's 
RCMI  program  is  to  expand  the  Nation's  capacity  for  research  in 
health  sciences  by  assisting  predominantly  minority  institutions 
that  offer  the  doctorate  degree  in  health  sciences  to  improve  college 
research  infrastructure. 
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To  date  18  institutions  have  received  awards  for  RCMI  programs. 
Grantees  include  three  colleges  of  pharmacy,  seven  graduate 
schools,  seven  medical  schools,  and  one  school  of  veterinary  medi- 
cine located  in  Hawaii,  California,  Texas,  Louisiana,  Tennessee, 
Georgia,  Alabama,  Florida,  New  York,  Puerto  Rico,  and  Washing- 
ton, DC. 

RCMI  institutions  have  suffered  historically  from  a  lack  of  infra- 
structure needed  to  engage  in  biomedical  research.  The  RCMI  pro- 
gram has  helped  predominantly  minority  health  profession  schools 
and  graduate  institutions  become  more  competitive  in  obtaining  re- 
search support  and  to  conduct  biomedical  and  behavioral  research 
relevant  to  the  mission  of  the  Public  Health  Service.  In  so  doing, 
such  initiatives  as  the  establishment  of  offices  for  grants  adminis- 
tration, improvements  in  animal  care  facilities,  upgrading  science 
libraries  for  research,  and  the  addition  of  equipment  have  allowed 
scientists  to  perform  research  using  the  latest  techniques  and  tech- 
nology. These  basic  infrastructure  components  are  present  at  other 
professional  schools  and  universities  that  train  students  for  health 
professions,  veterinary  medicine,  and  pharmacy  careers. 

The  Nation  is  faced  with  the  difficult  task  of  increasing  blacks 
and  Hispanics  in  research  and  the  health  care  professions  where 
considerable  disparities  exist.  Blacks  represent  12  percent  of  the 
U.S.  population,  yet  they  comprise  only  2  percent  of  the  Nation's 
scientists  and  engineers.  Similarly,  Hispanics  represent  9  percent 
of  the  population  while  they  comprise  only  1.7  percent  of  the  grad- 
uate students  training  in  the  biomedical  sciences.  The  RCMI  pro- 
gram address  this  serious  problem  and  ensures  a  greater  represen- 
tation of  minorities  in  science  and  the  health  professions  in  the  fu- 
ture. Through  the  efforts  of  the  RCMI  program,  we  hope  to  make 
these  institutions  competitive  contributors  to  new  knowledge  while 
training  the  next  generation  of  minority  scientists. 

The  success  of  the  RCMI  program  and  participating  institutions 
has  been  considerable  in  spite  of  the  limited  resources  and  short 
history.  However,  concerns  of  the  RCMI  program  directors  associa- 
tion are  focused  on  the  program's  potential  and  resources  needed 
for  future  growth  and  viability.  We  as  a  nation  are  witnessing  an 
increase  in  the  disparities  between  the  health  status  of  minorities 
rather  than  a  decrease,  a  need  for  increasing  the  inclusion  of  more 
women  and  minorities  in  clinical  trials,  and  the  reemergence  of  dis- 
eases such  as  tuberculosis  added  to  the  enormous  problem  we  face 
with  HIV.  To  meet  these  challenges,  we  must  capitalize  on  all 
available  human  resources,  especially  the  underutilized  talent  in 
the  minority  population.  This  can  be  done  by  providing  resources 
through  such  programs  as  RCMI  in  the  National  Center  for  Re- 
search Resources. 

The  association  is  pleased  to  note  that  the  National  Center  for 
Research  Resources  budget  increased  by  5  percent  for  1994.  This 
increase  comes  at  a  time  when  many  institutions  are  experiencing 
decreases.  However,  it  is  disturbing  to  note  that  the  biomedical  re- 
search technology  program  and  biomedical  modeling  and  materials 
research  program  in  the  NCRR  budget  had  increases  of  5  and  8 
percent,  respectively,  while  the  budget  for  RCMI  increased  by  1 
percent.  This  disproportionately  small  increase  in  the  RCMI  budget 
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stifles  individual  initiatives  as  priorities  for  RCMI  and  its  ability 
to  effectively  carry  out  its  ongoing  program. 

The  association  is  also  seeking  to  identify  future  funding  mecha- 
nisms to  obtain  core  programs  for  RCMI,  as  well  as  collaboration 
with  other  Institutes  at  the  National  Institutes  of  Health.  The  re- 
sources that  are  needed  to  conduct  the  RCMI  program  in  an  appro- 
priate and  effective  manner  are  funding  for  the  core  collaborative 
effort  at  a  level  of  $24.9  million,  the  clinical  research  infrastructure 
that  would  benefit  six  of  the  nine  medical  schools  at  $9  million, 
construction  and  major  renovation  at  $15  million,  and  collaborative 
effort  with  the  Dental  Institute  Five  Year  Center  of  Excellence  for 
Oral  Diseases  Indigenous  to  Minority  Populations  at  $500,000. 

These  resources  will  enable  the  RCMI  program  to  develop  the 
clinical  infrastructure  needed  to  conduct  clinical  trials,  including 
more  minorities  and  to  pursue  clinical  health  problems  that  dis- 
proportionately impact  the  minority  population.  This  vital  area  of 
research  represents  a  concern  for  the  National  Institute  of  Allergy 
and  Infectious  Diseases,  the  National  Heart,  Lung  and  Blood  Insti- 
tute, and  others. 

Deteriorating  research  facilities  is  an  area  of  national  concern 
and  is  of  special  concern  at  RCMI  supported  institutions  that  have 
historically  been  underfinanced  and  incapable  of  maintaining  ade- 
quate research  facilities.  Appropriation  of  funds  for  research  facili- 
ties, construction,  renovation  would  have  a  major  impact  on  the  fu- 
ture research  development  at  RCMI  campuses. 

PREPARED  STATEMENT 

Finally,  for  the  first  time  in  the  history  of  NIH,  there  is  an  effort 
to  establish  research  centers  that  focus  on  minority  oral  health 
problems.  The  RCMI  program  wishes  to  continue  collaborative  ef- 
forts with  the  National  Institute  of  Dental  Research  to  support  de- 
velopment of  these  centers. 

Thank  you  for  the  opportunity  to  present  the  concerns  of  the  pro- 
gram directors  before  you,  and  I  would  be  happy  to  answer  any 
questions  you  have. 

[The  statement  follows:] 
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STATEMENT  OF  FRED  JONES 

Mr.  Chairman  and  members  of  the  Subcommittee,  I  am  Fred  Jones,  Vice  President  for  Academic  Affairs  at  Meharry 
Medical  College  and  President  of  the  Association  of  Research  Centers  in  Minority  Institutions  (RCMI)  Program 
Directors.  Vice  Presidents  of  this  organization  are:  Dr.  Johnnie  L.  Early,  Dean,  School  of  Pharmacy  at  Florida  A  &  M 
University;  and  Dr.  Frederick  C.  Greenwood,  Director,  Pacific  Biomedical  Research  Center,  University  of  Hawaii  at 
Manoa. 

Congressionally  mandated  in  1985.  the  objective  of  NIH's  RCMI  program  is  to  expand  the  nation's  capacity  for  research 
in  the  health  sciences  by  assisting  predominantly  minority  institutions  that  offer  the  doctorate  degree  in  the  health 
sciences  to  improve  college  research  infrastructure. 

To  date,  eighteen  institutions  have  received  awards  for  RCMI  Programs.'  Grantees  include  three  colleges  of  pharmacy, 
seven  graduate  schools,  and  one  school  of  veterinary  medicine  located  in  Hawaii,  California,  Texas,  Louisiana, 
Tennessee.  Georgia,  Alabama.  Florida,  and  New  York,  as  well  as  Puerto  Rico  and  Washington,  D.C. 

RCMI  institutions  have  suffered  historically  from  a  lack  of  infrastructure  needed  to  engage  in  biomedical  research.  The 
RCMI  program  has  helped  predominantly  minority  health  professions  schools  and  graduate  institutions  become  more 
competitive  in  obtaining  research  support  and  to  conduct  biomedical  and  behavioral  research  relevant  to  the  mission  of 
the  Public  Health  Service.  In  so  doing,  such  initiatives  as  the  establishment  of  offices  for  grants  administration, 
improvements  in  animal  care  facilities,  upgrading  science  libraries  for  research,  and  the  addition  of  equipment  to  allow 
scientists  to  perform  research  using  the  latest  techniques  and  technology.  These  basic  infrastructure  components  are 
present  at  other  professional  schools  and  universities  that  train  students  for  health  professions,  veterinary  medicine,  and 
pharmacy  careers. 

The  nation  is  faced  with  the  arduous  task  of  increasing  blacks  and  hispanics  in  research  and  the  health  care  professions 
where  considerable  disparities  exist  Blacks  represent  12%  of  the  U.S.  population,  yet  they  comprise  only  2%  of  the 
nation's  scientists  and  engineers.  Similarly,  hispanics  represent  9%  of  Ihe  population  while  they  comprise  only  1.7%  of 
the  graduate  students  training  in  the  biological  sciences.  The  RCMI  program  addresses  this  serious  problem  and  ensures 
a  greater  representation  of  minorities  in  the  sciences  and  the  health  professions  in  Ihe  future.  Through  the  efforts  of  the 
RCMI  program,  we  hope  to  make  institutions  competitive  contributors  to  new  knowledge  while  training  the  next 
generation  of  minority  scientists. 

In  addition  to  addressing  basic  infrastructure  issues  at  minority  institutions,  RCMI  has  expanded  efforts  to  formulate  the 
basic  tools  and  faculty  necessary  to  tackle  some  problems  of  national  interest,  particularly  those  that  impact 
disproportionately  on  health  status  of  the  minority  population.  For  example,  according  to  the  Centers  for  Disease 
Control  HIV/AIDS  Surveillance  Report  of  October  1992,  114.278  of  242.146  cases  of  AIDS  or  47.1%  of  the  cases 
reported  to  date  are  Blacks,  Hispanics,  Asian/Pacific  Islanders,  and  American  Indian/Alaskan  Natives.  In  FY  1989, 
Congress  provided  support  to  develop  research  infrastructure  for  AIDS  and  AIDS-related  research  in  RCMI  grantee 
institutions.  The  National  Institute  of  Allergy  and  Infectious  Diseases  (NIAID)  has  collaborated  with  the  RCMI 
Program  to  achieve  this  objective.  Grant  support  for  AIDS  and  AIDS-related  research  obtained  by  RCMI  grantees  from 
NIH  has  increased  from  $0.6  million  in  1989  to  $123  million  in  1992.  Thirteen  of  the  18  grantees  are  now  conducting 
AIDS  and  AIDS-related  research.  This  step  is  an  important  funding  mechanism  for  the  RCMI  Program,  since  AIDS  has 
such  a  disproportionate  impact  on  minority  populations. 

A  special  initiative  began  in  FY  1990  to  encourage  RCMI  grantees  to  participate  in  NIH's  human  genome  initiative.  A 
two-year  planning  grant  to  Howard  University  supported  by  the  National  Center  for  Human  Genome  Research  (NCHGR) 
provides  for  development  of  an  African- American  Reference  Family  Panel  of  genetic  data  to  help  scientists  identify 
genetic  differences  in  sensitivity  to  drugs,  diseases  such  as  high  blood  pressure,  diabetes,  and  immune  responses  in 
population  sub-groups.  Three  other  RCMI  grantees.  (Clark  Atlanta  University,  Meharry  Medical  College,  and 
Morehouse  School  of  Medicine),  also  received  NCHGR  support  for  human  genome  studies  in  FY  1992. 

The  National  Institute  of  Dental  Research  (NIDR),  NIH,  and  the  RCMI  Program  developed  an  initiative  in  FY  1992  for 
planning  grants  (Phase  I)  to  enable  minority  dental  schools  and  dental  schools  serving  large  minority  populations  to 
develop  Regional  Research  Centers  for  Minority  Oral  Health  (RRCMOH).  The  objectives  of  this  initiative  are  to:  (1) 
conduct  research  to  improve  the  oral  health  of  U.S.  racial  and  ethnic  minorities;  (2)  enhance  the  participation  of  members 
of  racial  and  ethnic  minorities  in  oral  health  research;  and  (3)  strengthen  Ihe  minority  oral  health  research  infrastructure  of 
eligible  schools.  Of  the  six  FY  1992  awards  under  this  initiative,  one  was  made  to  Meharry  Medical  College.  Two  other 
RCMI  institutions,  Howard  University  and  Charles  R.  Drew  University  are  participating  in  this  initiative  as 
collaborators  with  the  University  of  Maryland  College  of  Dentistry  and  UCLA's  Dental  School.  The  faculty  development 
components  of  this  program  are  being  supported  by  the  RCMI  Program. 

Based  on  the  success  of  RCMI  institutions  in  establishing  new  PhD.  programs  in  the  sciences  related  to  health,  a  new 
initiative  was  developed  in  FY  1992  to  provide  five  years  of  support  to  minority  institutions  with  emerging  doctoral 
programs  in  the  biomedical  sciences.  Doctoral  programs  currendy  being  developed  under  this  program  include  those  at 
the  University  of  Hawaii,  Tennessee  State  University,  Ponce  School  of  Medicine,  Florida  A  &  M  University,  and  the 
Morehouse  School  of  Medicine. 


'A  program  of  the  National  Institutes  of  Health.  National  Center  for  Research  Resources,  at  Atlanta  University  (GA),  City 
College  -  CUNY  (NY).  Charlea  R.  Drew  University  of  Medicine  and  Science  (CA).  Florida  AAM  University  (FL).  Howard 
University  (DCX  Hunter  College  (NY).  Meharry  Medical  College  (TN).  Morehouse  School  of  Medkrne  (OA).  Ponce  School  of 
Medicine  (PR),  Tennessee  Suae  University  fTN),  Texas  Southern  University  (TX),  Tuskegee  University  (AL).  Universidad 
Central  Del  Caribc  (PR).  University  of  Hawaii  (HI),  University  of  Puerto  Rico  -  Medical  Science  Campus  (PR).  University  of 
Puerto  Rico  -  Rio  Piedras  (PR),  and  Xavler  University  (LA). 
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PROGRAM    ACCOMPLISHMENTS 

NIH-supported  scientists  have  found  evidence  that  the  strains  of  HTV  commonly  found  in  patients  in  Uganda 
differ  significant^  in  certain  key  genetic  regions  from  HTV  strains  that  are  prevalent  in  the  United  States. 
These  findings  could  have  troubling  implications  for  AIDS  vaccine  developers,  since  a  vaccine  designed  for  the 
U.S.  population  may  prove  ineffective  in  other  parts  of  the  world.  The  researchers  discovered  that  the  gene 
segments  of  Ugandan  viruses  where  strikingly  different  form  the  corresponding  gene  segments  of  American 
HIV.  In  light  of  these  findings,  vaccine  developers  might  consider  targeting  their  vaccines  to  the  HIV  strains 
from  regions  that  are  disproportionately  devastated  by  AIDS. 

An  animal  model  for  diabetes  insipidus  is  proving  valuable  in  studies  of  the  blood-brain  barrier  and  the  central 
nervous  system  (CNS).  Researchers  are  investigating  the  role  of  the  pituitary  hormone  vasopressin,  which  is 
lacking  in  animals  that  have  diabetes  insipidus. 

Scientists  have  found  that  an  analog  of  the  reproductive  hormone  gonadotropin-releasing  hormone  (GnRH)  can 
induce  early  and  reversible  menopause  in  rhesus  monkeys.  These  animals  not  only  serve  as  a  model  for  human 
menopause  but  also  can  be  used  to  study  progression  and  treatment  of  postmenopausal  bone  loss.  Growth 
hormone  administration  helps  to  preserve  bone  mass  in  these  animals.  A  group  of  GnRH  analog-treated 
monkeys  lost  about  12%  of  their  bone  mass,  whereas  animals  treated  with  GnRH  analog  plus  growth  hormone 
showed  no  significant  bone  loss.  Growth  hormone  therapy  may  hold  potential  for  reducing  bone  loss  in 
menopausal  women  and  in  women  who  take  GnRH  analogs  to  treat  endometriosis  and  other  conditions.  The 
scientists  are  now  investigating  how  growth  hormone  and  other  compounds  help  to  interrupt  the  progression  of 
bone  loss. 

NIH-supported  scientists  are  collaborating  with  researchers  overseas  to  study  how  mastectomy,  or  removal  of 
the  mammary  glands,  can  affect  pregnancy  in  the  guinea  pig.  The  investigators  earlier  found  that  mastectomy 
significantly  increased  the  incidence  of  stillbirth  and  newborn  deaths  in  the  animals. 

PROGRAM    PLANS 

In  FY  1993  and  1994,  the  scope  of  the  Program  will  continue  to  be  expanded  in  order  to  facilitate  the  participation  of 
RCMI  grantees  in  the  achievement  of  the  goals  of  the  various  NIH  Institutes,  Centers  and  Divisions  (ICDs). 
Collaborative  efforts  are  well  underway  with  the  NIAID,  as  indicated  earlier.  These  collaborative  efforts  are  a  direct 
outgrowth  of  the  congressional  mandate  to  NIH  that  the  ICDs  utilize  the  RCMIs  in  achieving  their  goals,  especially 
those  that  are  relevant  to  diseases  that  impact  disproportionately  on  minority  populations. 

The  principal  causes  in  the  disparity  in  the  health  status  of  white  Americans  and  the  minority  populations  in  the  U.S. 
are:  (1)  a  variety  of  cancers;  (2)  cardiovascular  and  cerebrovascular  diseases;  (3)  chemical  dependency;  (4)  diabetes;  (5) 
homicide/suicide  and  unintentional  injuries;  (6)  infant  mortality  and  low  birth  weight;  and  (7)  AIDS. 

The  RCMI  Program  has  developed  plans  and  hopes  to  begin  in  FY  1994,  a  Clinical  Research  Infrastructure  initiative  as 
suggested  in  the  NIH  FY  1993  appropriation  language.  This  initiative  would  provide  competitive  support  to  RCMI- 
eligible  institutions  in  order  for  them  to  participate  more  fully  in  clinical  research,  by  developing  the  clinical  research 
infrastructure  at  the  seven  schools  of  medicine  associated  with  the  RCMI  grnatee  institutions.  The  support  provided 
through  this  initiative  will  be  used  for  (a)  faculty  expansion  and  development;  (b)  specialized  facilities  and  core 
laboratories  necessary  for  clinical  research;  (c)  epidemiological  studies;  and  (d)  support  for  pilot  projects,  many  of  which 
may  focus  on  diseasses  that  disproportionately  affect  minority  populations.  This  clinical  research  initiative  will  assure  a 
major  role  for  minority  institutions  in  conducting  research  to  improve  the  health  of  minorities,  as  well  as  all  other 
people  in  the  U.S.  It  would  enable  these  institutions  to  participate  in  clinical  research  on  drug-resistant  tuberculosis 
which  is  increasing  at  an  alarming  rate  in  the  minority  community  as  a  result  of  the  immune  compromised  state  of  those 
suffering  from  the  disease  AIDS. 

The  success  of  the  RCMI  program  and  participating  institutions  has  been  considerable  in  spite  of  limited  resources  and 
short  history.  However,  concerns  of  the  RCMI  Program  Directors  Association  are  focused  on  the  program's  potential 
and  resources  needed  for  future  growth  and  viability.  We  as  a  nation  are  witnessing  an  increase  in  the  disparities  between 
the  health  status  of  minorities  rather  than  a  decrease,  a  need  for  increasing  the  inclusion  of  more  women  and  minorities 
in  clinical  trails,  and  the  re-emergence  of  diseases  such  as  tuberculosis  added  to  the  enormous  problems  we  now  face  with 
HTV.  To  meet  these  challenges,  we  must  capitalize  on  all  available  human  resources,  especially  the  under-utilized  talent 
in  the  minority  population.  This  can  be  done  by  providing  resources  through  such  programs  as  RCMI  and  NCRR. 

The  Association  is  pleased  to  note  that  the  NCRR  budget  increased  by  5%  for  1994.  This  increase  comes  at  a  time 
when  many  institutions  are  experiencing  decreases.  However,  it  is  disturbing  to  note  that  biomedical  research 
technology  and  BMMR  in  the  NCRR  budget  had  increases  of  S  and  8%,  respectively,  while  the  budget  for  RCMI  only 
increased  by  1%.  This  disproportionately  small  increase  in  the  RCMI  budget  stifles  initiatives  identified  as  priorities  for 
RCMI  and  its  ability  to  effectively  carry  out  its  on-going  program. 

The  Association  also  seeks  to  identify  future  funding  mechanisms  to  maintain  the  core  programs  for  RCMI,  as  well  as 
collaborative  efforts  with  NIAID,  NCHGR.  N1DR,  and  the  environmental  health  and  toxicology  initiative  funds.  These 
resources  are  needed  to  conduct  the  following  programs: 
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Annual  Projection  $  Million 

Core  PTogram/CoUaboraiive  Efforts  $24,940* 
Clinical  Research  Infrastructure  (6  of  9  Medical  Schools  in  RCMI 

Grantee  Community  at  1.5  million)  9.0 

Construction/major  renovatioos  15.0 
Collaborative  Efforts  with  Dental  Institute  (Fiveyear  Center  of 
Excellence  Grant  for  Oral  Diseases  Indigenous  to  Minority  Populations 

to  be  competed  in  FY  19940  J5 

Total  $49,440 

•  President's  Budget  ($23,752  million  +  5%  to  conform  with  other  NCRR  Program  requests. 

These  resources  will  enable  the  RCMI  program  to  develop  the  clinical  infrastructures  needed  to  conduct  clinical  trials 
including  more  minorities  and  to  pursue  clinical  health  problems  that  disproportionately  impact  the  minority  population. 
This  vital  area  of  research  represents  a  concern  for  National  Institute  for  Alcrgy  and  Infectious  Diseases,  the  National 
Heart  and  Lung  Blood  Institute  and  others. 

Deteriorating  research  facilities  is  an  area  of  national  concern  and  is  of  special  concern  at  RCMI  supported  institutions 
that  have  historically  been  under-financed  and  incapable  of  maintaining  adequate  research  facilities.  Appropriation  of 
funds  for  research  facilities/construction  renovation  would  have  a  major  impact  on  the  future  research  development  on 
RCMI  campuses.  Finally,  for  the  first  time  in  the  history  of  NIH.  there  is  an  effort  to  establish  research  centers  that 
focus  on  minority  health  problems.  The  RCMI  program  wishes  to  continue  collaborative  efforts  with  NIDR  to  support 
development  of  these  Centers. 

Senator  Murray.  In  your  written  testimony,  you  note  that  the 
NCRR  budget  is  increased  by  5  percent,  but  that  the  RCMI  budget 
is  only  increased  by  1  percent.  Has  the  administration  given  any 
reason  for  that  disparity? 

Dr.  Jones.  No;  no  reason  was  given  for  the  way  that  the  funds 
were  allocated  there,  and  the  concern  that  we  have  is  that  the  pro- 
gram is  expanding.  We  included  an  additional  institution,  the  Uni- 
versity of  Texas  at  El  Paso,  this  year,  and  yet  we  have  only  a  1- 
percent  increase  in  the  budget.  The  problems,  as  I  have  outlined 
here,  are  becoming  more  enormous  for  these  institutions. 

Senator  Murray.  Thank  you. 

STATEMENT  OF  ROBERT  COUSINS,  AMERICAN  INSTITUTE  OF  NUTRI- 
TION 

Senator  Murray.  Robert  Cousins. 

Dr.  Cousins.  Senator,  I  am  Bob  Cousins,  the  Boston  family  pro- 
fessor of  nutrition  and  director  of  the  Center  for  Nutritional 
Sciences  at  the  University  of  Florida.  I  am  an  active  researcher  in 
the  nutrition  field,  and  I  have  had  research  support  from  the  Na- 
tional Institutes  of  Health  continuously  for  20  years. 

I  am  here  today  to  testify  on  behalf  of  the  American  Institute  of 
Nutrition.  The  AIN  consists  of  more  than  3,000  nutrition  research- 
ers from  every  major  institution  in  the  United  States. 

Through  support  from  the  NIH,  a  scientific  base  has  been  devel- 
oped for  national  nutrition  policy.  Past  funding  from  Congress  has 
enabled  nutrition  scientists  in  this  country  to  provide  information 
needed  to  select  diets  needed  for  growth  and  development. 

Today  the  modern  field  of  nutrition  goes  far  beyond  that.  It  seeks 
to  understand  the  importance  of  diet  in  the  expression  of  one's  full 
genetic  potential  and  in  the  prevention  of  chronic  disease. 

We  request  expansion  of  research  on  the  following  nutritional 
problems:  One,  the  role  of  nutrition  in  the  prevention  of  cancer, 
cardiovascular  diseases,  diabetes,  hypertension,  renal  disease,  and 
the  country's  leading  nutritional  disease,  obesity,  the  relationship 
between  nutrition  and  gene  expression  and  the  role  of  nutrition  in 
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the  treatment  of  the  critically  ill,  and  in  maintaining  the  health  of 
the  elderly. 

There  are  three  major  funding  mechanisms  at  NIH  which  are  di- 
rected at  nutrition.  The  first  is  a  strong  NIH  budget  which  is  based 
on  individual  investigator  initiated  research.  This  mechanism  has 
provided  the  major  advances  in  nutrition  knowledge,  and  without 
question  it  should  be  our  top  priority. 

The  second  is  increased  funding  for  the  training  of  future  inves- 
tigators in  nutrition  both  at  the  predoctoral  and  at  the  postdoctoral 
level. 

Finally,  we  need  continued  funding  for  the  CNRU's,  the  clinical 
nutrition  research  unit  program. 

PREPARED  STATEMENT 

The  AIN  endorses  the  Federation  of  American  Societies  for  Ex- 
perimental Biology,  FASEB,  1994  NIH  budget  request  of  $11.75 
billion.  This  would  support  6,800  grants  in  that  year.  In  addition, 
the  AIN  also  envisions  a  stronger  role  for  an  advisory  council  at 
NIH  for  nutrition  related  research,  and  this  is  a  part  of  the  NIH 
strategic  plan  which  is  currently  under  way. 

The  very  nature  of  nutrition  research  as  a  mechanism  to  reduce 
health  care  costs  through  health  promotion  supports  our  request, 
and  I  thank  you  for  giving  me  the  opportunity  to  testify. 

[The  statement  follows:] 

Statement  of  Robert  Cousins 

I  am  Dr.  Robert  J.  Cousins,  the  Boston  Family  Professor  of  Human  Nutrition  and 
Director  of  the  Center  for  Nutritional  Sciences  at  the  University  of  Florida,  testify- 
ing on  behalf  of  the  American  Institute  of  Nutrition. 

The  AIN  consists  of  more  than  3,000  nutrition  researchers  from  nearly  every 
major  research,  educational,  and  clinical  institution  in  the  United  States.  I  thank 
the  committee  for  its  support  of  nutrition  research  and  for  the  opportunity  to  speak 
on  that  subject  today. 

The  National  Institutes  of  Health  (NIH)  and  the  U.S.  Department  of  Agriculture 
(USDA)  have  been  designated  the  lead  federal  agencies  for  nutrition  research. 
Through  their  efforts,  a  knowledge  base  has  been  developed  upon  which  the  federal 
government's  nutrition  policy  has  been  built.  Past  funding  of  both  the  NIH  and 
USDA  nutrition  programs  by  Congress  has  enabled  nutrition  scientists  in  this  coun- 
try to  provide  our  citizens  with  the  information  needed  to  select  diets  that  contain 
adequate  amounts  of  those  nutrients  needed  for  growth  and  development. 

The  modern  field  of  nutrition  goes  beyond  that  and  seeks  to  understand  the  im- 
portance of  diet  in  the  expression  of  an  individual's  full  genetic  potential,  to  under- 
stand the  importance  of  diet  in  the  prevention  of  chronic  disease,  and  to  utilize  the 
science  of  clinical  nutrition  to  influence  the  course  of  diseases.  It  is  within  the  con- 
text of  this  new  evolving  interest  that  we  request  an  expansion  of  research  on  the 
following  nutritional  problems:  the  role  of  nutrition  in  the  prevention  of  cancer,  car- 
diovascular diseases,  diabetes,  hypertension,  and  renal  diseases;  an  increased  un- 
derstanding of  the  relationship  between  nutrition  and  gene  regulation;  treatment  of 
the  major  U.S.  nutrition  problem,  obesity;  and  the  role  of  nutrition  in  treatment  of 
the  critically  ill  and  in  maintaining  the  health  of  the  elderly. 

I  would  briefly  like  to  address  these  concerns.  As  health  care  costs  rise  at  a  seem- 
ingly uncontrollable  rate,  the  cost  effectiveness  of  prevention  is  becoming  increas- 
ingly apparent.  It  is  much  less  expensive  to  prevent  than  to  cure  disease,  and  the 
importance  of  nutrition  in  prevention  of  disease  is  difficult  to  overestimate.  The 
major  causes  of  morbidity  and  mortality  in  our  population  (cancer,  cardiovascular 
diseases,  renal  diseases,  and  hypertension)  are  all  strongly  influenced  by  nutrition. 
Specific  nutrient  interactions  that  impact  on  disease  and  were  not  apparent  as  re- 
cently as  10  years  ago  are  moving  to  the  level  of  clinical  trials,  and  these  efforts 
must  be  continued.  There  is  not  a  more  cost  effective  strategy  in  medicine  than  in- 
creasing funding  in  basic  nutritional  sciences  and  applying  these  efforts  toward  im- 
proving the  diet  of  our  population. 
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We  need  to  better  understand  the  mechanisms  of  nutrient-genome  interactions 
and  to  determine  the  diet  that  will  sustain  optimal  health  and  improve  disease  out- 
come for  individuals.  These  important  interactions  clearly  require  more  vigorous  re- 
search at  the  molecular  and  cellular  as  well  as  at  the  integrated  level  in  humans. 
These  efforts  must  be  extended  to  include  the  broad  scopes  of  age  and  risk  factor 
distribution  within  the  U.S.  population.  Future  dietary  recommendations  must  be 
established  on  the  solid  base  of  fundamental  scientific  knowledge  that  these  studies 
will  provide. 

Obesity  is  a  risk  factor  for  many  chronic  diseases  and  is  a  problem  of  far-reaching 
importance  in  our  society.  Expenditures  on  various  obesity  therapies  are  currently 
in  the  range  of  $50  billion  annually.  A  much  clearer,  science  based  understanding 
of  the  causes  of  obesity  and  of  the  most  effective  means  of  weight  reduction  and  con- 
trol are  needed  before  our  population  will  be  able  to  efficiently  control  this  serious 
health  problem. 

As  our  population  ages  and  modern  technology  extends  the  lives  of  the  critically 
ill,  studies  of  the  application  of  sound  nutritional  principles  to  the  care  of  patients 
and  our  aging  population  become  essential. 

To  solve  the  problems  I  just  outlined,  the  AIN  calls  your  attention  to  three  fund- 
ing mechanisms  within  the  NIH. 

First,  we  support  a  strong  NIH  budget  based  on  individual  investigator-initiated 
research.  This  has  proven  to  be  the  mechanism  that  has  provided  the  major  ad- 
vances in  nutrition  knowledge  and  should  remain  the  top  priority  for  nutrition  fund- 
ing. 

Second,  we  support  increased  funding  directed  toward  the  training  of  future  inves- 
tigators. Students  with  strong  academic  training  in  areas  such  as  molecular  biology, 
genetics,  or  immunology  which  are  not  traditionally  thought  of  as  representing  "nu- 
trition" must  be  given  the  opportunity  at  the  predoctoral  and  postdoctoral  levels  to 
apply  this  training  to  nutritional  problems. 

Third,  we  support  the  continued  funding  of  the  Clinical  Nutrition  Research  Units 
programs  (CNRU's)  which  provide  an  able  mechanism  to  strengthen  the  NIH's  com- 
mitment to  nutrition  research.  These  units  have  facilitated  the  study  of  important 
nutritional  topics.  The  focus  of  an  expanded  CNRU  program  might  include  clinical 
topics  such  as  obesity,  digestive  diseases,  or  plasma  lipids,  or  food-oriented  topics 
such  as  the  bioavailability  and  availability  of  trace  nutrients.  As  an  important  mis- 
sion of  the  CNRU's  is  to  enrich  the  scientific  basis  of  dietary  guidelines,  new  appli- 
cations should  not  be  limited  to  health  care  or  health  education  institutions. 

The  CNRU  program  is  of  particular  importance  to  our  members  who  belong  to  the 
clinical  division  of  our  Institute,  the  American  Society  for  Clinical  Nutrition.  This 
organization  will  have  an  opportunity  to  expand  on  the  importance  of  this  finding 
during  its  testimony  next  weelc. 

To  adequately  approach  the  problems  I  previously  outlined,  the  community  of  nu- 
tritional investigators  requires  continued  and  enhanced  funding  from  the  NlH.  In 
the  last  50  years,  Congress  has  provided  funding  for  the  NIH  to  allow  it  to  grow 
into  a  premier  research  institution  that  is  the  envy  of  the  global  science  community. 
Unfortunately,  that  position  has  been  threatened  by  many  factors  including  in- 
creased costs  of  conducting  research  that  have  in  recent  years  outpaced  the  inflation 
rate.  Although  food  and  nutrition  play  a  major  role  in  health  maintenance,  it  is  sur- 

C rising  how  little  the  government  currently  spends  on  nutrition  research.  It  has 
een  estimated  that  23  percent  of  the  U.S.  Gross  National  Product  is  from  food  and 
agricultural  activities,  yet  less  than  $500  million  is  spent  annually  on  human  nutri- 
tion research,  and  programs  that  can  be  identified  as  nutrition  comprise  less  than 
4  percent  of  the  NIH  expenditure.  The  level  of  funding  is  in  sharp  contrast  to  the 
billions  of  dollars  that  are  spent  annually  in  this  country  on  nutrition  practices,  pro- 
grams, and  interventions  for  which  there  is  little  scientific  basis. 

The  AIN  endorses  the  recommendations  of  the  Federation  of  American  Societies 
for  Experimental  Biology  (FASEB)  for  the  fiscal  year  1994  NIH  budget  of  $11.75  bil- 
lion to  support  approximately  6,800  new  and  competing  grants.  This  represents  a 
substantial  increase  (13.4  percent  over  fiscal  year  1993),  but  includes  the  funding 
for  the  three  research  institutes  formerly  housed  within  the  Alcohol,  Drug  Abuse, 
and  Mental  Health  Administration  (ADAMHA).  More  specifically,  we  request  a  10 
percent  increase  ($30,000,000)  in  appropriations  directed  toward  nutrition  research 
and  training  within  the  NIH  budget.  This  increase  is  amply  justified  by  the  impor- 
tance of  nutrition  to  the  disease-related  mission  of  the  NIH  Institutes,  and  the  in- 
creased importance  being  given  to  the  role  of  prevention  in  controlling  health  care 
costs. 

We  would  also  encourage  Congress  to  once  again  request  a  review  of  the  NIH's 
overall  commitment  to  nutrition  research  and  coordination  among  its  institutes  It 
is  the  considered  opinion  of  the  nutrition  research  community  that  stronger  nutri- 
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tion  research  coordination  at  NIH,  including  the  possibility  of  a  central  office  of  nu- 
trition research,  is  essential.  An  effective  department  or  division  would  have  in- 
creased influence  on  appropriations  and  the  authority  to  fund  and  target  grants  to- 
ward nutrition  research.  This  administrative  change  would  represent  an  effort  to 
implement  the  increased  role  of  nutrition  which  was  proposed  in  the  NIH  Strategic 
Plan.  At  present,  nutrition  as  a  discipline  cuts  across  several  biomedical  fields  but 
has  no  direction  of  its  own. 

Efforts  within  NIH  to  support  nutrition  research  should  continue  to  be  closely  co- 
ordinated with  the  nutrition  research  programs  of  the  USDA.  These  agencies  jointly 
developed  the  National  Dietary  Guidelines  and  share  the  responsibility  for  full  im- 
plementation of  these  recommendations. 

Thank  you  for  allowing  me  to  testify  at  this  hearing. 

Senator  Murray.  Thank  you.  In  your  written  testimony,  you 
mention  that  obesity  therapies  are  currently  spending  $50  billion 
annually? 

Dr.  Cousins.  That's  right. 

Senator  MURRAY.  Do  you  know  how  much  we  spend  on  research? 

Dr.  Cousins.  Well,  far  less  than  that  because  the  NIH  budget 
collectively  is  one-fifth  of  that.  So,  it  is  not  that  much  because  we 
estimate  nutrition  research  is  about  $300  million  of  the  $9  billion 
or  $10  billion.  So,  it  is  a  tremendous  difference. 

Senator  Murray.  I  also  wanted  to  ask  you  if  you  are  satisfied 
with  the  coordination  between  NIH  and  USDA. 

Dr.  Cousins.  At  the  present  time,  I  think  yes,  it  is  working  fairly 
satisfactorily. 

Senator  Murray.  Thank  you  very  much. 

STATEMENT  OF  FAY  G.  LOHR,  NATIONAL  ASSOCIATION  FOR  STATE 
COMMUNITY  SERVICES  PROGRAMS 

Senator  Murray.  Fay  Lohr. 

Ms.  Lohr.  Thank  you.  Not  only  do  I  have  the  awesome  task  this 
morning  to  represent  my  State  of  Virginia  as  the  CSBG  director, 
but  I  have  the  awesome  task  of  representing  all  the  members  of  the 
National  Association  of  State  Community  Services  Programs,  and 
in  addition  to  that,  being  the  last  speaker,  which  is  always 

Senator  Murray.  Well,  we  have  one  more. 

Ms.  Lohr.  Oh,  good.  I  don't  have  to  be  the  last. 

I  am  here  today,  No.  1,  to  thank  the  administration  for  the  fact 
that  this  time,  after  12  years,  we  are  finally  in  the  budget  and  we 
are  very  appreciative  of  that.  I  am  here  to  ask  your  cooperation 
rather  than  dollars. 

First  of  all,  there  is  not  adequate  time  to  talk  about  the  50  State 
directors  and  all  the  1,200  community  action  agencies  and  other 
nonprofits  that  the  community  services  block  grant  funds.  We  do 
have  available  the  community  services  block  grant  statistical  report 
which  our  association  prepares  for  HHS,  and  if  you  want  to  know 
more  about  the  many,  many  programs  we  provide,  as  well  as  State 
by  State,  we  encourage  you  when  you  have  time  and  are  back  home 
to  review  that  and  learn  more  about  what  we  do. 

Our  problem  in  the  community  services  block  grant  is  that  we  do 
so  many  different  programs  that  nobody  can  ever  put  a  finger  on 
us  or  quite  figure  out  what  it  is  we  do.  There  are  always  argu- 
ments. No,  they  do  Head  Start,  and  someone  else  says,  no,  it's  eco- 
nomic development,  and  someone  else  says,  no,  it  is  about  nutrition 
services.  The  hard  part  for  us  to  define  what  we  do  is  the  fact  that 
we  do  so  many  things.  We  call  ourselves  sort  of  the  glue.  We  are 
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the  sort  of  core  funding  that  holds  a  lot  of  different  programs  to- 
gether. Because  of  our  position  doing  that,  we  sort  of  get  missed 
by  the  wayside. 

So,  what  I  am  here  today  to  ask  you  to  do  is  to  not  provide  fund- 
ing necessarily,  although  that  would  be  very  nice,  and  we  would 
like  to  be  brought  up  to  the  authorized  level,  but  more  we  would 
like  you  to  consider  that  this  is  a  group,  1,200  agencies,  all  these 
State  directors  who  have  invested — you,  the  Government,  has  in- 
vested 25  years  in  having  us  out  there.  We  are  the  grassroots.  We 
represent  the  poorest  of  the  poor,  the  people  that  most  people  do 
not  even  want  in  their  waiting  rooms.  These  are  the  people  that 
are  the  most  frail  and  fragile,  children,  the  elderly,  the  homeless, 
and  their  problems  are  tremendous. 

So,  what  I  am  asking  is  that,  No.  1,  we  would  like  to  be  brought 
to  the  table.  There  are  some  exciting  things  happening  in  govern- 
ment right  now,  welfare  reform,  health  reform,  economic  develop- 
ment, great  strides  in  housing,  and  we  would  like  you  to  remember 
that  we  are  out  there  and  that  we  would  like  to  be  sitting  at  the 
table  when  those  issues  are  discussed  because  we  have  been  work- 
ing on  them  for  25  years. 

We  hear  a  lot  of  programs  being  designed  recently  with  great 
ideas  talking  about  empowering  people  and  being  flexible  and 
adaptable,  and  we  remind  you  that  we  have  been  flexible  and 
adaptable  for  25  years  or  we  wouldn't  still  be  here.  So,  we  offer  you 
a  resource  that  we  think  is  much  too  valuable  for  taxpayers  to 
waste  or  for  the  Congress  to  waste. 

We  also  would  like  to  be  able  to  work  more  closely  at  the  na- 
tional level.  We  work  together,  State  government,  local  govern- 
ments, together  with  business,  with  volunteers  to  try  to  come  up 
with  solutions  because,  as  you  well  know,  Senator  Murray,  there 
is  a  big  difference  in  the  needs  in  Bellingham,  WA,  from  the  needs 
that  I  have  to  provide  in  Fairfax,  VA,  and  the  coal  fields  of  south- 
west Virginia.  So,  that  is  the  beauty  of  community  action.  It  is  also 
sort  of  its  bane  because  it  is  so  hard  to  describe. 

So,  what  we  are  asking  you  is  we  would  like  to  be  at  the  table 
when  things  are  discussed  about  economic  development  or  housing 
or  Head  Start  because  our  frustration  is  that  many  times  these 
policies  cross  each  other  and  they  are  not  able  to  work  together.  We 
think  that  there  are  not  enough  tax  dollars  out  there  right  now  to 
be  able  to  have  that  luxury  of  turfdom  and  things. 

We  have  been  able  to  work  very  hard  at  the  local  level,  getting 
people  out,  getting  the  poor  people  to  come  up  with  their  own  solu- 
tions rather  than  us  thinking  that  while  I  sit  in  Richmond,  VA, 
that  I  have  all  the  solutions  for  what  the  people  of  Virginia  need. 
I  don't  even  know  what  the  solutions  are  for  Richmond,  VA.  If  I 
did,  I  would  do  a  better  job  of  it. 

But  we  are  out  here.  We  are  available.  We  offer  you  an  extreme 
resource.  So,  we  would  like  to  be  able  to  be  better  utilized  in  dis- 
cussions about  policies. 

We  have  great  concerns  with  the  increased  funding  for  Head 
Start.  We  think  that  Head  Start  is  a  fantastic  program,  but  we 
want  to  be  available  because  we  have  many  small  rural  CAP's  that 
are  suddenly  having  a  lot  of  money  thrust  on  them.  There  are 
changes  in  their  infrastructure  that  are  occurring,  and  the  staff  at 
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the  regional  offices  are  not  increasing  to  be  able  to  provide  them 
the  kind  of  training  and  expertise  that  they  need. 

So,  we  want  to  do  the  best  Head  Start  programs  in  the  world. 
We  want  you  to  be  proud  of  the  job  we  do.  We  want  those  kids  to 
go  to  school  and  continue  to  do  well  as  they  go  through  school.  In 
order  to  do  that,  we  need  to  be  here  when  policies  are  discussed. 
We  need  to  be  able  to  show  what  we  offer.  We  need  to  educate  peo- 
ple that  Head  Start  is  not  just  an  educational  program,  that  it  is 
much  more  than  that.  It  is  getting  children  immunized,  it  is  doing 
a  while  lot  of  different  kinds  of  services.  It  is  getting  that  parent 
to  feel  good  about  himself  and  understand  that  when  a  child 
knocks  over  its  milk,  it  is  OK  and  acceptable  and  you  don't  smack 
them  out  of  the  chair. 

We  offer  you  a  lot  of  expertise,  of  knowledge,  of  experience.  We 
have  a  lot  of  good  people  that  get  overlooked  because  they  do  not 
have  wonderful  degrees.  They  just  have  25  years  of  working  hard 
and  caring  about  people  and  putting  up  with  a  lot  of  rhetoric.  So, 
we  offer  you  what  reinventing  government  talks  about,  and  that  is 
flexibility,  adaptability,  grassroots.  We  have  all  of  those  things  to 
offer  you,  and  we  would  hope  that  you  would  remember,  as  you  are 
designing  programs,  to  not  overlook  us  and  design  new  programs 
that  are  duplicative  and  would  do  the  same  things,  but  to  give  us 
the  opportunity  to  be  stronger  and  to  do  a  better  job. 

PREPARED  STATEMENT 

So,  we  are  eager  and  excited  to  be  out  there.  We  are  very  happy 
about  what  is  happening  these  days.  We  think  children's  issues  are 
suddenly  coming  to  the  forefront,  and  we  are  happy  that  people  un- 
derstand that  they  are  part  of  a  family,  that  you  don't  just  help  the 
child,  but  you  have  to  help  the  entire  family.  So,  please  give  us  the 
opportunity  to  do  that. 

Thank  you. 

[The  statement  follows:] 

Statement  of  Fay  G.  Lohr 

We  are  pleased  to  provide  you  with  written  testimony  concerning  programs  of  in- 
terest to  the  National  Association  for  State  Community  Services  Programs 
(NASCSP),  in  particular,  the  Community  Services  Block  Grant  (CSBG).  The  Vir- 
ginia Department  of  Social  Services  administers  CSBG  in  our  state,  and  we  are  ac- 
tive members  of  NASCSP,  which  represents  the  state  administrators  of  the  Commu- 
nity Services  Block  Grant.  Our  association  members  administer  many  other-  commu- 
nity-based programs  serving  low-income  Americans,  among  them  the  Emergency 
Homeless  Assistance  Program,  Weatherization,  the  Low-Income  Home  Energy  As- 
sistance Program,  Community  Food  and  Nutrition,  and  others  too  numerous  to  men- 
tion. 

NASCSP  supports  continued  funding  of  the  CSBG  program. 

NASCSP  recommends  that  the  existing  CSBG  network  play  an  active  role  in  ini- 
tiatives aiming  to  promote  self-sufficiency  among  low-income  Americans.  The  state 
and  local  agencies  involved  in  CSBG  have  in  fact  been  actively  involved  in  self-suffi- 
ciency and  community  development  activities  and  are  ready  and  eager  to  contribute 
their  expertise  to  renewed  efforts  in  this  area. 

The  CSBG  program,  which  has  been  in  existence  since  1981,  provides  the  core 
funding  for  almost  1200  community  action  agencies  and  other  community  based 
non-profits  throughout  the  nation.  The  CSBG  program  makes  funds  available, 
through  the  states,  for  locally  designed  responses  to  poverty  conditions  such  as  un- 
employment, inadequate  housing,  inadequate  education,  malnutrition,  and  unre- 
solved emergency  needs.  The  CSBG  program  supports  a  national  network  of  commu- 
nity action  agencies  which  provide  assistance  to  low-income  people,  ranging  from 
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the  most  basic  emergency  services,  to  innovative  models  for  community  development 
and  self-sufficiency.  The  aim  of  state  and  local  agencies  is  not  merely  improvement 
in  the  standard  ot  life  of  the  poor  but  the  provision  of  opportunities  to  enable  poor 
people  to  move  into  the  mainstream  of  American  life. 

Although  the  CSBG  program  itself  is  funded  at  a  modest  level,  it  allows  local 
agencies  to  leverage  more  than  $4  billion  in  other  resources  for  the  communities 
they  serve,  as  well  as  the  invaluable  in-kind  efforts  of  local  businesses  and  volun- 
teers who  give  millions  of  hours  of  their  time  to  address  the  problems  of  poverty. 

The  flexible  locally  designed  nature  of  the  CSBG  program  is  its  greatest  asset,  but 
it  also  makes  the  program  difficult  to  describe  succinctly.  For  a  number  of  years, 
NASCSP  has  compiled  the  Community  Services  Block  Grant  Statistical  Report  for 
HHS,  which  is  the  most  comprehensive  report  available  of  CSBG  program  activities, 
and  the  related  programs  made  possible  by  CSBG.  The  report  contains  several 
pages  devoted  simply  to  listing  the  private,  local  government,  state  and  federal  pro- 
grams which  would  likely  not  be  delivered  to  local  communities  without  the  core 
funding  provided  by  CSBG. 

Every  community  action  agency  in  the  nation  is  different,  but  they  have  a  great 
deal  in  common.  Walk  through  the  door  of  a  CSBG  agency  in  any  state,  and  you 
are  likely  to  find  most  of  these  services  under  one  roof:  Employment  and  training 
programs;  nutrition  and  hunger  prevention  programs;  Head  Start;  crisis  interven- 
tion programs;  housing  services  and  community  development  partnerships;  services 
for  the  homeless;  energy  services  including  fuel  assistance  and  weatherization;  local 
community  development  projects;  microbusiness  development  projects  for  low  in- 
come entrepreneurs;  family-based  case  management  services;  and  medical  care  pro- 
grams. 

NASCSP's  CSBG  Statistical  Reports  also  contain  case  examples  from  each  state 
on  how  CSBG  funds  are  the  "glue"  holding  together  a  local  system  of  services  that 
responds  effectively  and  efficiently  to  the  needs  of  individual  low-income  people,  as 
well  as  broader  community  needs.  This  section  of  the  report  is  filled  with  case  stud- 
ies from  each  state  across  the  country,  of  how  CSBG  funds  are  able  to  form  a  pack- 
age of  services  tailored  to  each  family;  a  package  that  can  meet  immediate  oasic 
needs,  as  well  as  put  families  on  the  path  to  stability  and  self-sufficiency.  CSBG 
helps  provide  emergency  food  and  shelter  for  the  homeless  in  New  Hampshire,  lit- 
eracy and  employment  training  services  in  North  Carolina,  medical  care  programs 
in  Virginia,  child  care  in  Mississippi,  and  microbusiness  loans  in  Oklanoma.  In 
every  state,  CSBG  focuses  on  meeting  real  needs.  It  is  unbureaucratic.  It  has  the 
flexibility  to  do  what  needs  to  be  done. 

CSBG  provides  our  nation  with  an  established  framework  for  new  initiatives  pro- 
moting self-sufficiency.  With  only  limited  federal  support,  local  and  state  CSBG 
agencies  have  over  the  years  been  among  the  primary  innovators  in  promoting  self- 
sufficiency  for  low-income  Americans.  They  have  created  hundreds  of  working,  suc- 
cessful community-based  models  for  employment  programs,  housing,  education,  fam- 
ily services  and  much  more.  As  our  nation  searches  for  new  ways  to  give  low-income 
people  the  tools  for  self-sufficiency,  and  to  give  communities  the  tools  to  create 
healthy,  stable  and  economically  strong  conditions  in  which  to  live  and  raise  fami- 
lies, the  state  and  local  CSBG  program  operators  are  eager  to  play  an  active  role. 
Continued  support  of  CSBG  and  related  programs  is  an  efficient  way  to  help  revital- 
ize our  nation,  effectively,  quickly,  and  from  the  grass  roots. 

A  related  program  administered  by  the  Office  of  Community  Services  of  HHS 
which  is  of  importance  to  NASCSP  is  the  Demonstration  Partnerships  Program 
(DPP).  This  competitive  grants  program  had  provided  the  seed  money  for  CSBG 
agencies  to  innovate  and  develop  program  models  which  are  being  successfully  rep- 
licated throughout  the  nation,  ranging  from  case  management  and  self-sufficiency 
programs,  to  health  care,  to  housing,  to  microbusiness  technical  assistance.  We  have 
a  concern  that  the  previous  administration  pre-spent  fiscal  year  1994  allocations  for 
DPP,  and  we  urge  Congress  to  look  into  this  matter.  The  DPP  is  one  key  to  the 
success  of  the  CSBG. 

As  CSBG  state  administrators,  NASCSP  members  would  of  course  welcome  addi- 
tional resources  for  our  program.  The  recognition  of  the  importance  of  CSBG  by  the 
Administration,  which  proposes  level  funding  of  this  program  despite  the  difficult 
budgetary  climate,  is  a  welcome  change  for  NASCSP.  One  of  the  strengths  of  CSBG 
is  its  ability  to  help  make  other  programs  work  and  provide  the  local  organizational 
structure  for  new  initiatives.  Continued  support  of  CSBG  by  Congress  will  be  money 
well  spent,  and  will  play  an  important  role  in  changing  conditions  which  create  pov- 
erty in  our  states. 

In  summary,  NASCSP  recommends: 

Continued  support  of  the  Community  Services  Block  Grant  Program,  and  related 
programs. 
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Encouragement  of  linkages  at  the  national  level  between  CSBG  and  other  pro- 
grams such  as  Head  Start,  LIHEAP,  employment  programs  and  housing.  These 
linkages  often  occur  at  the  state  and  local  levels,  but  often  despite  the  lack  of  coordi- 
nation and  conflicting  policies  at  the  federal  level. 

Active  inclusion  of  the  CSBG  program  and  its  state  and  local  agencies  in  new  ini- 
tiatives in  economic  development,  welfare  reform,  national  service,  and  health  care 
reform.  The  CSBG  program  offers  an  existing,  experienced  network  of  local  commu- 
nity-based agencies  in  every  state.  Our  approach  is  innovative  and  non-bureau- 
cratic, and  focuses  on  giving  low-income  Americans  and  their  communities  the  tools 
for  long-term  self-sufficiency.  The  members  of  NASCSP  are  enthusiastic  about  a  re- 
newed focus  on  investment  in  jobs,  self-sufficiency,  and  communities,  and  we  are 
eager  to  do  our  part  to  bring  this  focus  to  our  states  and  the  communities  we  serve. 

Senator  Murray.  You  mentioned  that  you  wanted  to  be  at  the 
table  when  we  were  discussing  many  of  the  challenges  in  front  of 
us.  What  role  do  you  see  community  service  agencies  working  with 
health  care  reform? 

Ms.  Lohr.  I  would  be  very  excited  about  that.  In  Virginia  in  par- 
ticular, we  have  two  programs  that  we  have  designed.  Fairfax 
County  won  the  Ford  Foundation/Harvard  innovative  award  for 
their  health  care,  their  medical  care,  for  children  program  whereby 
Kaiser  Permanente  designed  an  HMO  that  costs  $350  per  child  and 
it  provides  everything  from  basic  immunizations  to  open  heart  sur- 
gery. 

The  banks  in  Fairfax  have  gotten  together  and  they  have  pro- 
vided the  funds  to  pay  for  these,  this  money.  So,  it  is  costing  busi- 
ness. It  is  coming  out  of  business.  It  is  not  costing  the  Federal  Gov- 
ernment anything  but  some  basic — very  limited  funds  for  adminis- 
tration. 

We  have  the  children's  health  investment  program  that  began  in 
Roanoke.  That  is  the  beauty  of  community  action,  that  we  have  the 
ability  to  start  things  and  try  them.  If  they  don't  work,  you  throw 
it  out.  If  it  does  work,  like  CHIP  and  medical  care  for  children, 
then  you  replicate  it. 

So,  what  we  would  like  to  do  is  to  be  able  to  have  an  open  forum 
where  we  could  come  to  you.  Actually  I  would  rather  bring  those 
children  and  those  parents  in  to  you  that  have  received  this  help, 
that  have  seen  their  child,  who  they  thought  was  going  to  die  be- 
cause of  heart  disease,  suddenly  now  running  and  playing.  So,  we 
would  like  to  have  an  opportunity  or  a  forum  whereby  we  could 
bring  those  people  to  you  and  let  you  hear  from  them  about  how 
this  works,  and  you  could  see  how  cost  effective  it  is.  It  is  sort  of 
local-State-Federal  government,  business  and  everybody  working 
together. 

Senator  Murray.  Thank  you  very  much.  Thank  you  to  all  of  this 
panel. 

STATEMENT  OF  HON.  JAMES  EXON,  U.S.  SENATOR  FROM  NEBRASKA 

Senator  Murray.  We  do  have  one  more  person  to  testify  today, 
and  we  are  very  happy  to  have  with  us  Senator  Exon. 

Senator  Exon.  Good  morning,  Madam  Chairman,  and  thank  you 
for  allowing  me  to  come  over  and  testify  on  something  that  I  have 
testified  on  before  this  committee  previously  on  many,  many  occa- 
sions. While  I  may  be  preaching  the  choir,  I  want  to  emphasize 
once  again  the  importance  of  the  committee  taking  a  very  hard  look 
at  the  options  that  have  been  presented  with  regard  to  impact  aid. 
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Madam  Chairman,  I  thank  you  for  the  opportunity  then  once 
again  to  express  my  support  for  certain  programs  whose  funding 
you  will  soon  be  considering.  Your  efforts  in  the  past  and  the  mem- 
bers of  this  committee  as  a  whole  must  be  commended  as  you  have 
worked  hard  to  fund  programs  for  things  that  most  Americans  sup- 
port. Deciding  which  health  program  and  which  education  program 
to  fund  is  a  very  difficult  task.  You  and  your  staff  have  shown 
great  judgment. 

Last  year  I  criticized  the  Bush  administration  priorities.  This 
year  the  Clinton  administration  priorities  have  improved  by  focus- 
ing on  Americans  here  at  home.  However,  I  believe  improvements 
must  be  made  in  several  areas. 

Madam  Chairman,  impact  aid  is  once  again  being  asked  to  bear 
a  large  cut  in  the  budget.  As  you  know,  impact  aid  is  scheduled  to 
be  reauthorized  during  this  Congress.  I  hope  that  you  will  not  con- 
sider making  major  changes  in  the  program  through  the  appropria- 
tions process,  but  rather  allow  changes,  which  we  certainly  do  need 
and  must  be  made  in  my  opinion,  to  occur  during  the  reauthoriza- 
tion process,  which  should  be  completed  by  next  year. 

Schools  receiving  money  for  B  students  are  expected  to  take  a  50- 
percent  cut  over  last  year's  figures  with  total  elimination  of  funding 
in  3  years.  The  administration  argues  that  local  school  districts  can 
make  up  the  difference  through  their  tax  base.  However,  most  peo- 
ple living  off  base  still  avoid  paying  personal  property  and  many 
sales  taxes  where  they  live  and  where  their  children  go  to  school. 
These  students,  of  course,  are  B  students.  As  you  can  see,  local 
school  districts  frequently  are  not  able  to  make  up  the  difference. 
I  hope  that  you  will  take  these  factors  into  consideration  when  you 
decide  on  the  funding  for  the  B  students. 

I  was  very  pleased  to  see  the  administration's  efforts  to  increase 
funding  for  A  students.  School  districts  have  long  been  laboring  to 
keep  up  with  their  counterparts  who  did  not  receive  impact  aid 
funding. 

I  remain  concerned  for  the  reductions  in  higher  education  pro- 
grams which  have  proven  their  success  over  the  years  like  the  cam- 
pus-based work  study  group  program,  supplemental  educational  op- 
portunity grants,  and  Perkins  loans.  The  State  student  incentive 
grants  program  has  again  been  totally  eliminated,  and  it  has  been 
one  of  the  most  successful  education  programs  ever.  Federal  funds 
are  matched  dollar  for  dollar  by  State  and  other  funds.  These  pro- 
grams have  been  successful  in  allowing  the  financially  needy  stu- 
dents to  borrow  less  money.  Other  than  Pell  grants,  there  are  few 
programs  that  help  students  out  in  similar  ways.  I  hope  that  the 
committee  can  see  fit  to  restore  some  funding  for  these  valuable 
programs. 

Madam  Chairman,  I  want  to  emphasize  my  support  for  your  ef- 
forts as  the  new  chairman  of  the  rural  health  caucus,  which  I  know 
that  you  are  involved  in  to  some  extent,  and  I  appreciate  that.  Cer- 
tainly those  of  us  from  rural  States  have  to  recognize  the  need  for 
many  of  our  rural  State  people  and  the  quality  of  health  care  that 
they  must  be  provided.  It  will  be  years  before  any  health  care  plan 
is  fully  implemented.  However,  rural  health  care  in  many  areas  is 
in  a  state  of  emergency,  and  it  is  there  right  now  in  Nebraska,  in 
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Washington,  and  other  States.  We  simply  must  continue  to  build 
on  our  past  progress  in  this  area. 

I  am  very  pleased  with  the  efforts  of  the  administration  to  see 
that  our  children  are  fully  immunized.  They  are  the  most  impor- 
tant and  most  needy  citizens,  and  we  must  do  all  that  we  can  to 
see  that  they  have  a  healthy  start  in  this  life. 

PREPARED  STATEMENT 

Madam  Chairman,  once  again,  I  appreciate  very  much  the  oppor- 
tunity to  express  my  support  for  just  a  few  of  the  valuable  pro- 
grams under  the  jurisdiction  of  your  committee,  and  I  hope  that 
you  will  be  in  a  position  to  make  some  changes  along  the  lines  that 
I  have  outlined. 

[The  statement  follows:] 

Statement  of  Senator  Jim  Exon 

Mr.  Chairman,  thank  you  for  the  opportunity  to  express  my  support  for  certain 
programs  whose  funding  you  will  soon  be  considering.  Your  efforts  in  the  past  must 
be  commended  as  you  have  worked  hard  to  fund  programs  most  Americans  support. 
Deciding  which  health  program  and  which  education  program  to  fund  is  very  dif- 
ficult. You  and  your  staff  have  shown  great  judgment. 

Last  year  I  criticized  the  Bush  administration's  priorities.  This  year  the  Clinton 
administration's  priorities  have  improved  by  focusing  on  Americans  here  at  home; 
however,  I  believe  improvements  must  be  made  in  several  areas. 

Mr.  Chairman,  impact  aid  is  once  again  being  asked  to  bear  a  large  cut  in  its 
budget.  As  you  know,  impact  aid  is  scheduled  to  be  reauthorized  during  this  Con- 
gress. I  hope  that  you  will  not  consider  making  major  changes  in  the  program 
through  the  appropriations  process,  but  rather  allow  changes,  which  certainly  do 
need  to  be  made,  to  occur  during  the  reauthorization  process  which  should  be  com- 
pleted by  next  year. 

Schools  receiving  money  for  "B"  students  are  expected  to  take  a  50-percent  cut 
over  last  year's  figures,  with  total  elimination  of  funding  in  three  years.  The  admin- 
istration argues  that  local  school  districts  can  make  up  the  difference  through  their 
tax  base.  However,  most  people  living  off  base  still  avoid  paying  personal  property 
and  many  sales  taxes  where  they  live  and  where  their  children  go  to  school.  These 
students  are  "B"  students.  As  you  can  see,  local  school  districts  frequently  are  not 
able  to  make  up  the  difference.  I  hope  that  you  will  take  these  factors  into  consider- 
ation when  you  decide  on  funding  of  "B"  students. 

I  was  very  pleased  to  see  the  administration's  efforts  to  increase  funding  for  "A" 
students.  School  districts  have  long  been  laboring  to  keep  up  with  their  counterparts 
who  do  not  receive  impact  aid  funding. 

I  am  concerned  for  the  reductions  in  higher  education  programs  which  have  prov- 
en their  success  over  the  years,  like  campus-based  work-study,  supplemental  edu- 
cational opportunity  grants,  and  Perkins  loans.  The  State  student  incentive  grants 
program  has  again  been  totally  eliminated  and  it  has  been  one  of  the  most  success- 
ful education  programs  ever.  Federal  funds  are  matched  dollar-for-dollar  by  State 
and  other  funds.  These  programs  have  been  successful  in  allowing  financially-needy 
students  to  borrow  less  money.  Other  than  Pell  grants,  there  are  few  programs  that 
help  students  out  in  similar  ways.  I  hope  that  the  committee  can  see  fit  to  restore 
some  funding  for  these  valuable  programs. 

Mr.  Chairman,  I  want  to  emphasize  my  support  for  your  efforts  as  the  new  chair- 
man of  the  Rural  Health  Caucus  and  pledge  my  support  for  your  efforts  to  provide 
rural  areas  with  access  to  quality  health  care.  It  will  be  years  before  any  health  care 
reform  plan  is  fully  implemented.  However,  rural  health  care  in  many  areas  is  in 
a  state  of  emergency  now.  We  simply  must  continue  to  build  on  our  past  progress 
in  this  area. 

I  am  very  pleased  with  the  efforts  of  the  administration  to  see  that  our  children 
are  fully  immunized.  They  are  our  most  important  and  most  needy  citizens  and  we 
must  do  all  we  can  to  see  that  they  have  a  healthy  start  in  life. 

Mr.  Chairman,  once  again,  I  thank  you  for  giving  me  the  opportunity  to  express 
my  support  for  a  few  valuable  programs  your  committee  must  consider. 
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Senator  Murray.  Thank  you,  Senator.  Your  State,  Nebraska, 
and  my  State,  Washington,  share  many  concerns,  and  certainly  im- 
pact aid  B  is  one  that  affects  both  of  us  drastically.  So,  you  know 
that  is  one  that  I  am  going  to  be  watching  from  this  committee  as 
well. 

Your  State  receives  $1.35  million  in  impact  B  programs.  If  there 
is  a  54-percent  cut,  how  will  your  districts  make  up  that  loss? 

Senator  Exon.  I  referenced  that  somewhat  in  my  statement.  The 
only  way  that  the  States  could  make  this  up,  in  the  manner  in 
which  the  administration  is  recommending,  is  to  further  increase 
the  real  estate  taxes  in  an  area  where,  when  the  facts  are  looked 
at,  are  some  of  the  real  estate  taxes  in  the  country  as  a  whole.  The 
people  of  Nebraska  have  historically  demonstrated  their  ability  and 
willingness  to  pay  taxes. 

I  would  simply  say  that  as  a  reference  point  that  we  have  a 
home,  my  wife  and  I,  that  we  have  lived  in  in  Lincoln  all  during 
my  years  of  service  to  the  people  of  the  State  of  Nebraska.  I  would 
simply  point  out  that  my  home  in  Lincoln,  NE,  which  has  a  valu- 
ation of  less  than  one-half  of  the  much  smaller  condo  unit  that  we 
live  in  here  in  the  Washington,  DC,  area,  that  the  taxes  are  more 
on  our  home  in  Lincoln  dollar-wise  than  what  we  pay  here  in  this 
particular  area.  We  happen  to  live  in  Montgomery  County,  which 
is  supposed  to  be  one  of  the  higher  income  counties  in  the  United 
States. 

I  only  say  that  to  point  to  you  that  in  Nebraska  at  least,  there 
is  only  one  way  to  make  this  up,  and  that  would  be  through  in- 
creased property  taxes.  That  would  unfairly  penalize  the  people 
who  are  already  paying  high  property  taxes  to  support  an  excellent 
school  system  that  we  have  in  the  area  principally  adjacent  to  the 
Offutt  Air  Force  Base  south  of  Omaha.  Bellevue  is  the  community 
most  affected  as  far  as  the  B  students  are  concerned.  There  is  Pa- 
pillion  and  other  areas  that  surround  that. 

Your  question  is  a  very  good  one.  The  direct  answer  to  it  is  that 
with  the  amount  of  people  that  are  employed  at  the  Air  Force  base 
at  Offutt,  many  who  pay  little,  if  any,  taxes,  it  would  unfairly  pe- 
nalize the  non-Offutt  connected  people  that  live  in  that  area.  That, 
of  course,  is  the  reason  for  A  and  B  impact  aid,  and  I  hope  that 
I  have  made  the  case.  Your  question  is  a  good  one. 

Senator  Murray.  Thank  you,  and  you  have.  I  appreciate  that. 
Thank  you  for  appearing  before  us  today,  Senator  Exon. 

Thank  you  to  all  the  people  who  have  been  here  today. 

SUBCOMMITTEE  RECESS 

The  subcommittee  will  stand  in  recess  to  reconvene  at  1  p.m., 
Monday,  May  3,  when  we  will  meet  in  SD-192  to  continue  our  pub- 
lic witness  hearings  on  the  administration's  fiscal  year  1994  budget 
request. 

[Whereupon,  at  11:25  a.m.,  Friday,  April  30,  the  subcommittee 
was  recessed,  to  reconvene  at  1  p.m.,  Monday,  May  3.] 


DEPARTMENTS  OF  LABOR,  HEALTH  AND 
HUMAN  SERVICES,  AND  EDUCATION,  AND 
RELATED  AGENCIES  APPROPRIATIONS  FOR 
FISCAL  YEAR  1994 


MONDAY,  MAY  3,  1993 

U.S.  Senate, 
Subcommittee  of  the  Committee  on  Appropriations, 

Washington,  DC. 

The  subcommittee  met  at  1:03  p.m.,  in  room  SD-192,  Dirksen 
Senate  Office  Building,  Hon.  Daniel  Inouye  presiding. 
Present:  Senators  Inouye  and  Gorton. 

NONDEPARTMENTAL  WITNESSES 

OPENING  REMARKS  OF  SENATOR  INOUYE 

Senator  Inouye.  Welcome  to  the  Senate  Committee  on  Appro- 
priations public  witness  hearings  for  the  Subcommittee  on  Labor, 
Health  and  Human  Services,  and  Education,  and  Related  Agencies. 

Today  is  the  subcommittee's  third  day  of  hearings  to  receive  tes- 
timony from  approximately  150  congressional  and  public  witnesses. 
It  may  interest  the  people  to  know  that  we  have  received  requests 
from  300  individuals  and  public  organizations  to  testify  before  the 
subcommittee  this  year.  But  because  of  the  limitation  of  time,  we 
have  been  able  to  accommodate  only  150  organizations  and  individ- 
uals. 

I  regret  that  the  subcommittee  cannot  hear  from  all.  But  the 
committee  has  made  it  known  to  those  who  did  not  get  on  the  invi- 
tation list,  that  we  would  be  most  pleased  to  receive  their  state- 
ments and  we  can  assure  you  that  your  statements  will  be  made 
part  of  the  public  record. 

Today  we  will  receive  testimony  on  a  wide  range  of  subjects,  in- 
cluding medical  and  dental  programs,  programs  for  native  Ameri- 
cans and  programs  for  individuals  with  disabilities.  We  will  be 
hearing  from  a  number  of  important  organizations  representing 
those  programs  and  I  look  forward  to  the  advice  of  each  one  of  you 
in  making  the  many  difficult  decisions  that  face  us  during  this 
year's  appropriations  cycle. 

As  a  brief  introduction  to  some  of  the  budgetary  problems  this 
subcommittee  will  be  facing  this  year,  let  me  go  over  some  of  the 
numbers  involved. 

The  President's  budget,  released  this  month,  provides  for  an  $8.9 
billion  increase  in  investment  and  noninvestment  programs  in  the 
Labor,  Health  and  Human  Services,  Education  appropriations  bill 
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from  the  fiscal  year  1993  level  of  $62.2  billion  to  the  present  $71.1 
billion. 

By  way  of  comparison,  last  year  this  subcommittee's  allocation 
over  fiscal  year  1992  increased  by  only  $1.7  billion.  So  if  we  fail  to 
get  the  necessary  allocation,  our  chairman  and  the  subcommittee 
members  will  be  forced  to  make  some  very  difficult  choices. 

I  hope  the  testimony  that  will  be  presented  today  and  over  the 
next  2  weeks  will  help  us  in  making  some  of  those  difficult  deci- 
sions. 

We  have  a  long  list  of  witnesses  today  and  in  order  to  keep  on 
the  schedule  we  ordinarily  have  this  lighting  system,  the  red,  the 
amber  and  the  green  light.  But  I  personally  am  against  this  be- 
cause it  shakes  up  the  witnesses  to  see  a  red  light  go  popping  up. 

But  I  would  just  hope  that  all  of  you  will  keep  in  mind  that  there 
are  other  witnesses  following  you.  I  have  been  told  that  all  of  you 
have  been  requested  to  speak  for  about  3  minutes. 

Also,  in  the  interest  of  time,  we  will  request  that  witnesses  come 
forward  as  a  panel.  I  am  particularly  pleased  to  welcome  to  this 
hearing  a  group  of  very  distinguished  Hawaiians.  These  witnesses 
have  much  to  contribute  to  the  debates  over  priorities  in  our  bill. 
And  obviously,  I  will  be  paying  particular  attention  to  their  advice, 
along  with  other  witnesses. 

So  for  our  first  panel,  I  would  like  to  call  to  the  witness  table, 
Dr.  Kenneth  Mortimer,  the  president  of  the  University  of  Hawaii; 
Mr.  Myron  B.  Thompson,  chairman  of  the  board  of  trustees  of  Bish- 
op Estate;  Mr.  John  Kaizuka,  representing  the  State  Department 
of  Health  in  the  city  of  Hilo;  and  Wayne  Matsuo,  representing  the 
State  of  Hawaii  Office  of  Youth  Services. 

STATEMENT  OF  HON.  DANIEL  K.  AKAKA,  U.S.  SENATOR  FROM  HAWAII 

Senator  Inouye.  I  am  also  pleased  to  welcome  our  very  own  Sen- 
ator from  the  State  of  Hawaii,  Daniel  K.  Akaka.  May  I  call  on  you 
first,  sir? 

Senator  Akaka.  Thank  you  very  much,  Mr.  Chairman.  It  is  a 
great  pleasure  to  appear  before  you  and  the  Subcommittee  on 
Labor  and  Education  to  introduce  Dr.  Kenneth  Mortimer,  the 
newly  appointed  president  of  the  University  of  Hawaii. 

I  appreciate  your  providing  him  the  opportunity  to  appear  before 
you  in  support  of  funds  for  a  newly  authorized  educational  im- 
provement program  included  in  the  Higher  Education  Act  Amend- 
ments of  1992. 

This  program,  the  small  State's  teaching  initiative,  authorizes 
funds  for  the  development  and  implementation  of  model  teacher 
training  and  curriculum  development  programs  at  the  universities 
in  the  Nation's  10  smallest  States. 

The  University  of  Hawaii  has  developed  a  comprehensive  pro- 
posal to  expand  and  enhance  its  teacher  training  and  retraining 
programs  at  the  College  of  Education's  Center  for  Educational  Ex- 
cellence. The  small  States  teaching  initiative  represents  a  true 
partnership  between  higher  education  and  elementary  and  second- 
ary educators. 

It  has  the  full  support  of  the  Hawaii  congressional  delegation 
and  the  Hawaii  State  Legislature,  which  has  committed  $11  mil- 
lion towards  its  completion. 
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I  urge  you,  Mr.  Chairman,  and  the  members  of  the  subcommit- 
tee, to  provide  your  support  as  well,  by  providing  at  least  the  level 
of  funding  recommended  by  the  university. 

Mr.  Chairman,  again,  thank  you  for  allowing  Dr.  Mortimer  and 
myself  to  share  our  views  on  this  very  important  proposal  before 
you  today. 

Thank  you  very  much. 

Senator  Inouye.  I  thank  you  very  much,  Senator  Akaka. 

STATEMENT  OF  KENNETH  MORTIMER,  Ph  J).,  PRESIDENT,  UNIVERSITY 
OF  HAWAII 

ACCOMPANIED  BY: 

MYRON  B.  THOMPSON,  BERNICE  PAUAHI  BISHOP  ESTATE 
JOHN  KAIZUKA,  STATE  DEPARTMENT  OF  HEALTH  IN  HH.O 
WAYNE  MATSUO,  STATE  OF  HAWAII  OFFICE  OF  YOUTH  SERVICES 

Senator  INOUYE.  And  now  it  is  my  pleasure  to  call  upon  Dr.  Ken- 
neth Mortimer,  president  of  the  University  of  Hawaii.  Dr. 
Mortimer? 

Dr.  Mortimer.  Thank  you,  Mr.  Chairman,  and  thank  you,  Sen- 
ator Akaka,  for  your  kind  introduction. 

Mr.  Chairman,  in  the  interest  of  time,  I  would  ask  that  my  writ- 
ten statement  be  included  in  the  record  and  I  will  proceed  with  a 
summary  of  my  testimony. 

Senator  Inouye.  Without  objection,  so  ordered. 

Dr.  Mortimer.  As  you  know,  our  State  is  unique  in  that  the 
State  Department  of  Education  in  a  single  unified  school  district 
for  K  through  12.  Our  island  State  school  system  being  far  from 
the  mainland  has  been  relatively  self-sufficient  and  has  for  years 
depended  upon  the  university's  college  of  education  for  quality 
teachers,  administrators  and  curricula. 

In  many  ways,  our  unified  school  system  and  its  close  relation- 
ship to  the  University  of  Hawaii  is  a  laboratory  for  school  reform. 
In  recent  years,  our  college  of  education  has  worked  closely  with 
our  elementary  and  secondary  system  to  deal  with  the  current  cri- 
sis in  education  that  has  affected  our  State  and  the  entire  Nation. 

We  have  made  efforts  to  develop  programs  in  teacher  education 
and  curriculum  development  that  are  inclusive  of  diverse  student 
populations  and  address  more  complicated  learning  styles. 

Hawaii's  relatively  small  population  and  its  unified  statewide 
education  system  allow  for  rapid  implementation  and  effective  eval- 
uation of  novel  educational  efforts.  It  is  designed  with  sufficient 
flexibility  to  address  the  changing  needs  of  our  evolving  popu- 
lations. 

The  university  already  has  begun  working  to  address  a  number 
of  issues  critical  to  public  education  in  our  State.  Through  the  work 
of  our  curriculum  research  and  development  group  and  the  univer- 
sity lab  school,  we  have  become  a  major  center  for  the  development 
of  materials  and  curriculum  that  are  inclusive  of  learners  from  a 
broad  array  of  cultural  and  social  experiences. 

Through  our  teacher  education  programs  in  the  college  of  edu- 
cation, we  are  becoming  a  leading  university  in  the  development  of 
instructional  programs  sensitive  to  the  needs  of  under-represented 
minority  students. 
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These  programs  will  be  expanded  and  enhanced  at  the  center  for 
educational  excellence.  Because  of  our  uniquely  challenging  geo- 
graphic setting,  it  is  an  ideal  lab  for  the  development  of  new  meth- 
ods for  providing  in-service  training  and  outreach  to  teachers  in 
geographically  isolated  areas. 

Through  the  use  of  emerging  telecommunications  technology, 
new  access  to  innovative  instructional  methods  and  curricula  can 
be  provided  to  teachers  in  rural  and  insular  communities  in  Hawaii 
and  throughout  the  Pacific  region. 

And  Senator,  I  know  you  have  a  special  interest  to  reach  the 
neighbor  islands  with  such  programs. 

Under  the  act,  and  I  quote,  "such  sums  as  may  be  necessary"  are 
authorized  to  be  appropriated  for  the  programs  for  fiscal  1994-97. 
Based  upon  our  needs  and  the  understanding  of  the  needs  of  the 
other  10  small  States  that  are  involved  in  this  initiative,  we  would 
like  to  respectfully  request  that  the  subcommittee  appropriate  no 
less  than  $30  million  to  support  this  program  in  fiscal  year  1994. 

As  you  know,  the  program  will  divide  the  appropriations  equally 
among  the  10  States.  In  our  view,  $3  million  per  State  per  year  is 
necessary  to  ensure  that  each  State  receives  funds  at  a  substantial 
enough  level  to  cover  the  costs  of  facility  construction  or  renova- 
tion, equipment,  communication  infrastructure,  and  program  cost. 

This  Federal  investment  would  allow  institution's  in  the  Nation's 
10  smallest  States  to  leverage  additional  support  for  much  needed 
educational  improvements. 

As  Senator  Akaka  has  pointed  out,  our  State  has  already  com- 
mitted $11  million  to  this  program. 

In  recognition  of  the  exceptional  need  for  and  potential  value  of 
the  University  of  Hawaii's  model  educational  excellence  program, 
and  those  that  may  be  proposed  by  our  colleagues  in  the  Nation's 
other  small  States,  I  hope  that  the  subcommittee  will  be  as  gener- 
ous as  possible  in  funding  this  important  program. 

PREPARED  STATEMENT 

In  addition,  we  believe  that  it  is  critical  that  these  funds  be  pro- 
vided over  a  number  of  consecutive  years  as  authorized  in  the 
Higher  Education  Act.  Without  this  funding  continuity,  it  will  be 
impossible  for  institutions  like  the  University  of  Hawaii  to  develop 
and  implement  programs  on  a  comprehensive  scale  to  result  in  real 
and  lasting  educational  improvements  in  our  elementary  and  sec- 
ondary school  systems. 

Thank  you,  Senator,  for  your  attention. 

[The  statement  follows:] 

Statement  of  Kenneth  P.  Mortimer 

Mr.  Chairman,  members  of  the  Subcommittee,  I  am  Kenneth  Mortimer,  President 
of  the  University  of  Hawaii  System  and  Chancellor  of  the  University  of  Hawaii  at 
Manoa.  I  have  only  recently  arrived  at  the  University  of  Hawaii  from  Western 
Washington  University,  and  I  am  honored  by  the  warm  welcome  I  have  received 
from  all  of  the  Members  of  the  State  congressional  delegation,  especially  from  Sen- 
ator Inouye  and  Senator  Akaka.  Thank  you  for  allowing  me  the  opportunity  to  ap- 
pear before  you  this  afternoon. 
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THE  SMALL  STATES  TEACHING  INITIATIVE 

As  you  are  aware,  Federal  spending  for  several  new  university-based  educational 
programs  was  authorized  in  the  Higher  Education  Act  Amendments  of  1992. 
Through  the  particular  efforts  of  Senator  Inouye  and  the  Hawaii  delegation  as  well 
as  of  Senator  Jeffords  and  the  Vermont  delegation,  one  of  the  new  programs  author- 
ized in  the  Act  was  modeled  after  educational  improvements  underway  at  the  Uni- 
versity of  Hawaii  and  at  the  University  of  Vermont.  This  program,  entitled  the 
"Small  States  Teaching  Initiative,"  was  created  to  provide  sufficient  funds  to  small 
states  to  enable  them  to  establish  model  programs  for  educational  excellence,  teach- 
er training  and  retraining,  and  curriculum  development  and  reform  such  as  those 
already  being  developed  at  the  University  of  Hawaii  and  the  University  of  Vermont. 
The  Small  States  Teaching  Initiative  was  included  in  Title  V  (Educator  Recruit- 
ment, Retention,  and  Development)  of  the  Act,  the  section  providing  funds  for  teach- 
er training  programs. 

Under  the  program,  the  nation's  ten  least  populous  states — Alaska,  Delaware,  Ha- 
waii, Idaho,  Montana,  North  Dakota,  Rhode  Island,  South  Dakota,  Vermont,  and 
Wyoming — are  provided  Federal  funds  with  which  to  make  grants  to  institutions  of 
higher  learning  to  create  model  programs  for  educational  improvement  at  Centers 
for  Educational  Excellence  to  be  established  in  those  states.  Despite  the  advantages 
small  states  bring  to  this  kind  of  educational  experiment,  due  to  our  small  student 

Eopulations,  streamlined  educational  administrative  structures,  etc.,  we  rarely  have 
een  able  to  generate  adequate  funding  levels  through  traditional  formula-based 
programs  to  achieve  important  goals.  The  influx  of  funds  we  hope  this  program  will 
create  will  provide  universities  in  these  states  with  the  concentration  of  resources 
necessary  to  undertake  aggressive  and  truly  comprehensive  teacher-training  and  re- 
training and  curriculum  development. 

THE  CENTER  FOR  EDUCATIONAL  EXCELLENCE  AT  THE  UNIVERSITY  OF  HAWAII 

Allow  me  to  spend  a  moment  describing  the  University  of  Hawaii's  vision  for  edu- 
cational excellence  in  our  state.  We  at  the  University  of  Hawaii  believe  it  is  within 
the  nation's  universities  that  working  partnerships  with  the  broader  education  com- 
munity must  be  developed  to  effect  the  changes  to  our  educational  system  necessary 
to  address  the  needs  of  the  students  of  today  and  tomorrow.  We  believe  that  univer- 
sities have  a  responsibility  to  help  improve  elementary  and  secondary  education.  As 
a  land-grant  college,  experienced  at  developing  and  implementing  extension  pro- 
grams, the  University  of  Hawaii  is  uniquely  qualified  to  create  a  model  partnership 
with  elementary-  and  secondary-level  educators  from  around  the  state  that  will 
demonstrate  to  institutions  across  the  nation  the  integral  role  that  universities  must 
play  in  the  development  of  important  educational  reforms. 

We  recognize  that  a  significant  part  of  the  solution  to  the  current  crisis  in  Amer- 
ican education  must  be  the  implementation  of  fundamental  changes  in  the  nation's 
teacher  education  and  curriculum  development  programs.  We  believe  that  programs 
must  be  developed  that  are  inclusive  of  diverse  student  populations  and  address 
more  complicated  learning  styles.  The  materials  and  the  instructional  support  that 
accompany  these  programs  must  emphasize  problem  solving,  inquiry,  and  creative 
thinking  for  all  students.  Until  America's  teachers  possess  both  tne  skills  and  tools 
to  tailor  their  lessons  to  the  needs  of  students  with  a  range  of  abilities  representing 
diverse  ethnic  and  cultural  backgrounds,  the  shortcomings  of  the  American  edu- 
cational system  will  not  be  overcome. 

The  State  of  Hawaii  is  an  ideal  location  for  the  development  and  testing  of  inno- 
vative educational  programs.  Schools  in  Hawaii  are  populated  by  students  from  a 
wide  variety  of  cultural,  ethnic,  racial,  and  socio-economic  backgrounds.  Many  of  our 
students  are  recent  immigrants  and  lack  English  language  skills;  all  bring  their  own 
linguistic  and  learning  styles  to  the  classroom.  Hawaii's  relatively  small  population 
and  its  uniquely  unified  statewide  education  system  allow  for  the  rapid  implementa- 
tion and  effective  evaluation  of  novel  educational  efforts,  designed  with  sufficient 
flexibility  to  address  the  changing  needs  of  this  evolving  population. 

The  University  of  Hawaii  already  has  begun  working  to  address  a  number  of  is- 
sues critical  to  public  education  in  our  state.  Through  the  work  of  our  Curriculum 
Research  and  Development  Group  and  its  University  Laboratory  School,  we  have  be- 
come a  major  center  for  the  development  of  materials  and  curriculum  that  are  inclu- 
sive of  learners  from  a  broad  array  of  cultural  and  social  experiences.  Through  our 
teacher  education  programs  in  the  College  of  Education,  we  are  becoming  a  leading 
university  in  the  development  of  instructional  programs  sensitive  to  the  needs  of 
underrepresented  minority  students.  These  programs  will  be  expanded  and  en- 
hanced at  the  Center  for  Educational  Excellence. 
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Additionally,  because  of  Hawaii's  uniquely  challenging  geographic  setting,  it  is  an 
ideal  laboratory  for  the  development  of  new  methods  for  providing  in-service  train- 
ing and  outreach  to  teachers  in  geographically  isolated  areas.  Through  the  use  of 
emerging  telecommunications  technologies,  new  access  to  innovative  instructional 
methods  and  curricula  can  be  provided  to  teachers  in  rural  and  insular  communities 
in  Hawaii  and  throughout  the  Pacific  region.  Toward  this  end,  the  Center  will  be 
equipped  with  telecommunications  capabilities  that  will  make  possible  the  expan- 
sion of  the  University's  educational  outreach  activities  to  Hawaii's  neighbor  islands, 
as  well  as  to  the  Pacific  Island  nations,  where  exploding  birth  rates  and  limited 
funding  resources  have  created  a  critical  shortage  of  adequately  trained  teachers 
and  school  administrators. 

REQUEST  FOR  FEDERAL  SUPPORT  FOR  THE  SMALL  STATES  TEACHING  INITIATrVE 

We  at  the  University  of  Hawaii  are  committed  to  this  project,  and  we  are  pre- 
pared to  move  aggressively  to  establish  our  Center  for  Educational  Excellence. 
Through  discussions  with  other  small-state  universities,  we  have  learned  that  they 
are  also  ready  to  begin  implementing  large-scale  educational  improvement  pro- 
grams, should  adequate  funding  become  available.  The  need  for  support  is  great  in 
the  face  of  the  educational  crisis  confronting  us. 

Under  the  Act,  "such  sums  as  may  be  necessary"  are  authorized  to  be  appro- 
priated for  the  program  for  fiscal  years  1994  through  1997.  Based  upon  our  needs, 
and  our  understanding  of  the  needs  of  the  other  small  states,  we  would  like  respect- 
fully to  request  that  the  Subcommittee  appropriate  no  less  than  $30  million  to  sup- 
port this  program  in  fiscal  year  1994.  As  you  know,  the  program  will  divide  the  total 
appropriations  equally  among  the  ten  states.  In  our  view,  $3,000,000  per  state  per 
year  is  essential  to  cover  the  costs  of  facility  construction  or  renovation,  equipment, 
communications  infrastructure,  and  program  development. 

This  Federal  investment  would  allow  institutions  in  the  nation's  ten  smallest 
states  to  leverage  additional  support  for  much-needed  educational  improvements 
from  state  and  private  sources,  further  enhancing  the  impact  of  these  programs  on 
our  teachers  and  students.  At  the  University  of  Hawaii,  for  example,  our  share  of 
these  Federal  funds  would  be  matched  by  State  funds — which  already  have  been 
committed  for  the  project — in  the  amount  of  $11  million. 

In  recognition  of  the  exceptional  need  for  and  potential  value  of  the  University 
of  Hawaii's  model  educational  excellence  program  and  those  proposed  by  our  col- 
leagues in  the  nation's  other  small  states,  I  hope  that  the  subcommittee  will  be  as 
generous  as  possible  in  funding  this  important  program.  In  addition,  we  believe  it 
is  critical  that  these  funds  be  provided  over  a  number  of  consecutive  years,  as  au- 
thorized in  the  higher  education  act.  Without  this  funding  continuity,  it  will  be  im- 
possible for  institutions  such  as  the  University  of  Hawaii  to  implement  programs 
that  result  in  real  and  lasting  educational  improvements  in  our  elementary  and  sec- 
ondary school  systems. 

Thank  you  for  your  time  and  attention. 

Senator  Inouye.  Thank  you,  Dr.  Mortimer.  You  have  indicated 
that  the  State  of  Hawaii  has  already  committed  $11  million. 

Dr.  Mortimer.  That  is  correct. 

Senator  INOUYE.  The  sums  have  not  been  appropriated,  have 
they? 

Dr.  Mortimer.  It  is  my  understanding  that  they  have  been  and 
we  are  waiting  for  the  Federal  match  to  take  place. 

Senator  Inouye.  So  the  initiative  has  already  been  taken  by  the 
State? 

Dr.  Mortimer.  That  is  correct. 

Senator  INOUYE.  Well,  the  least  we  can  do  is  to  match  you. 

Dr.  Mortimer.  Thank  you. 

Senator  INOUYE.  Thank  you  very  much,  sir. 

STATEMENT  OF  MYRON  B.  THOMPSON 

And  now  may  I  call  you  Mr.  Thompson,  chairman  of  the  board 
of  trustees  of  the  Bernice  Pauahi  Bishop  Estate. 
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Mr.  Thompson.  Thank  you,  Mr.  Chairman,  and  your  distin- 
guished colleagues.  Aloha.  I  am  Myron  Thompson,  a  trustee  of  the 
Kamehameha  Schools/Bishop  estate. 

In  the  interest  of  time,  Mr.  Chairman,  I  have  submitted  my  writ- 
ten testimony  for  the  record.  I  ask  for  its  acceptance. 

Senator  Inouye.  Without  objection,  so  ordered. 

Mr.  Thompson.  Therefore,  I  will  proceed  with  a  summary  of  that 
written  testimony. 

Again,  we  thank  you  for  this  opportunity  to  testify  before  your 
committee  on  behalf  of  our  federally  funded  programs  for  native 
Hawaiians  in  education. 

When  Congress  enacted  the  Native  Hawaiian  Education  Act  in 
1988,  it  expressly  recited  the  U.S.  Government's  trust  responsibil- 
ity for  the  betterment  of  native  Hawaiians.  And  prior  to  and  since 
1988,  Congress  has  acknowledged  that  relationship  in  numerous 
other  legislation. 

In  past  testimony  before  this  committee,  I  have  presented  a  wide 
array  of  interrelated  needs  of  the  native  Hawaiian  people.  I  have 
also  presented  the  critical  role  of  federally  funded  programs  in 
meeting  these  needs.  I  have  emphasized  that  this  is  a  cooperative 
effort  with  State  and  private  entities,  including  the  Kamehameha 
Schools/Bishop  Estate. 

And  today,  I  would  like  to  summarize  where  we  are  in  terms  of 
overall  needs  and  where  our  experiences  suggest  we  should  go  in 
the  future.  I  will  be  emphasizing  educational  programs  because 
this  year  the  Native  Hawaiian  Education  Act  is  up  for  reauthoriza- 
tion, along  with  the  entire  Elementary  and  Secondary  Education 
Act. 

First,  risk  factors  for  native  Hawaiian  children  begin  before  birth 
with  the  lack  of  prenatal  care.  Hawaiian  children  start  school  be- 
hind other  students  in  readiness.  In  the  subject  areas  of  reading, 
math,  science,  and  social  science,  Hawaiians  have  lower  scores 
than  the  other  major  groups  in  Hawaii. 

Hawaiian  students  have  high  dropout  and  absenteeism  rates.  Of 
all  the  groups  in  Hawaii,  Hawaiian  students  have  the  highest  drug 
and  alcohol  use  and  abuse.  And  finally,  college  enrollment  and 
completion  rates  remain  low  for  Hawaiian  students. 

Mr.  Chairman,  I  can  also  report  to  you  some  positive  findings. 
The  Federal  funded  family  based  education  centers,  in  cooperation 
with  the  Kamehameha  Schools,  operate  prenatal,  parent/infant 
education  programs,  traveling  preschool  programs  for  2  to  3  year 
olds,  and  center-based  preschool  for  4  year  olds. 

We  are  seeing  dramatic  improvement  in  vocabulary  scores  among 
these  students.  The  Kamehameha  Schools  preschool  graduate  in 
the  30  percentile  on  national  norms,  above  the  State  score  of  the 
15  percentile  and  other  Hawaiian  children  who  score  at  the  10  per- 
centile. 

For  the  1992-93  school  years,  the  Federal  Government  has  con- 
tributed approximately  $2  million  to  these  family-based  education 
centers.  The  Kamehameha  Schools  contributed  almost  $200,000  in 
indirect  contributions  and  more  than  $5  million  in  direct  costs. 

Last  year,  the  Federal  Government  contributed  $1.25  million  to 
the  Native  Hawaiian  Education  Program  and  almost  $1  million  to 
the  Native  Hawaiian  Health  Professions  Program. 
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The  Kamehameha  Schools  contributed  nearly  $7  million  to  post- 
high  financial  aid.  The  results  of  these  counseling  and  scholarship 
programs  speak  for  themselves. 

Hawaiian  enrollment  rates  at  the  University  of  Hawaii  have 
been  steadily  increasing.  Hawaiian  students  now  comprise  11  per- 
cent of  the  total  enrollment  at  the  University  of  Hawaii,  an  all-time 
high. 

Furthermore,  the  college  dropout  rate  for  native  Hawaiian  stu- 
dents has  been  reduced  over  the  past  4  years  from  50  percent  to 
10  percent.  More  native  Hawaiians  are  successfully  completing 
their  degree  work.  At  this  rate  of  improvement,  native  Hawaiian 
students  will  be  proportionately  representative  in  higher  education 
by  the  year  2000. 

Vocational  training  is  providing  native  Hawaiians  who  do  not 
pursue  an  advanced  academic  degree  with  viable  alternatives.  Alu 
Kike  is  a  native  Hawaiian  organization  which  aims  at  social  and 
economic  self-sufficiency.  Alu  Kike's  computer  training  program  en- 
abled our  trainees  to  secure  jobs.  Their  annual  salaries  constitute 
a  279-percent  return  on  our  investment. 

Federal  funds  have  also  allowed  us  to  increase  the  enrollment 
and  retention  of  native  Hawaiians  in  community  college  programs. 
The  National  Center  for  Student  Retention  last  year  presented  our 
program  with  the  center's  1992  national  retention  excellence  award 
for  our  77  percent  retention  rate.  The  national  average  retention 
rate  is  50  percent. 

The  Native  Hawaiian  Drug-free  Schools  and  Communities  Pro- 
gram has  been  well  received  in  the  communities  in  which  they  op- 
erate. A  survey  conducted  by  the  Hawaii  State  Department  of  Edu- 
cation showed  drug  and  alcohol  use  rates  decline  between  1987  and 
1989  and  have  leveled  off  in  1991. 

Interest  in  Hawaiian  culture  is  strong  and  growing.  There  is 
communitywide  support  for  and  interest  in  Hawaiian  cultures, 
arts,  crafts,  sports  and  games,  values,  religion,  and  language. 

The  continuing  severe  health  needs  of  native  Hawaiians  are 
being  addressed  by  an  organization  called  Papa  Ola  Lokahi,  with 
Federal  funding  for  a  statewide  native  Hawaiian  health  care  sys- 
tem. 

Mr.  Chairman,  time  does  not  permit  me  to  mention  all  of  the  fed- 
erally funded  programs  for  native  Hawaiians.  But  they  all  deserve 
credit  and  all  are  important  parts  of  the  whole  picture.  What  are 
our  priorities  for  the  future?  A  top  priority  still,  early  childhood 
education.  The  fact  that  needs  start  even  before  birth  indicates 
that  it  is  particularly  important  to  start  educational  efforts  at  the 
prenatal  stage  of  development. 

Two,  in  support  of  our  top  priority,  we  need  to  continue  to  em- 
phasize preventive  programs,  particularly  those  which  integrate 
health  and  education.  These  needs  are  intertwined.  In  education 
this  means  programs  like  family  based  education  centers,  family 
planning,  health  education,  and  drug  and  alcohol  prevention. 

It  also  means  health  promotion  and  disease  prevention  through 
the  native  Hawaiian  health  care  system. 

Third,  we  must  continue  to  provide  both  vocational  education 
and  programs  which  promote  enrollment  and  completion  of  higher 
education. 
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And  finally,  we  should  infuse  Hawaiian  culture  in  all  aspects  of 
our  programs  and  planning.  The  culture  is  the  glue  that  holds  the 
urograms  together.  But  it  is  not  just  speaking  the  language  or 
mowing  the  customs,  it  is  living  and  breathing  value  such  as 
^okahi,  the  Hawaiian  word  that  describes  the  state  of  harmony  be- 
tween man,  nature,  and  the  spiritual  forces. 

To  achieve  Lokahi,  we  will  work  together  in  good  faith  for  the 
common  good,  critically  observing  our  programs  and  progress  and 
continually  building  on  our  shared  success. 

PREPARED  STATEMENT 

Mr.  Chairman,  I  strongly  recommend  continued  funding  for  all 
native  Hawaiian  programs.  I  emphasize  that  the  Federal  funding 
does  not  stand  alone.  The  Kamehameha  Schools/Bishop  Estate  and 
other  private  and  State  funding  for  those  programs  complement 
and  extend  the  Federal  portion.  Thus  more  leverage  is  provided  to- 
ward positive  social  change. 

Mr.  Chairman,  please  accept  my  thanks  for  your  continued  sup- 
port. 

[The  statement  follows:] 

Statement  of  Myron  B.  Thompson 

Mr.  Chairman  and  distinguished  committee  members,  Aloha.  I  am  Myron  Thomp- 
son, trustee  of  the  Kamehameha  Schools/Bernice  Pauahi  Bishop  Estate.  Thank  you 
for  this  opportunity  to  testify  on  behalf  of  federally  funded  programs  for  Native  Ha- 
waiians. 

When  Congress  enacted  the  Native  Hawaiian  Education  Act  in  1988,  it  expressly 
recited  the  United  States  Government's  trust  responsibility  for  the  betterment  of 
Native  Hawaiians.  Prior  to  and  since  1988,  Congress  has  acknowledged  that  rela- 
tionship in  numerous  other  legislation. 

In  past  testimony  before  this  committee  I  have  presented  a  wide  array  of  inter- 
related needs  of  the  Native  Hawaiian  people.  I  have  also  presented  the  critical  role 
of  federally  funded  programs  in  meeting  these  needs.  I  have  emphasized  that  this 
is  a  cooperative  effort  with  state  and  private  entities,  including  the  Kamehameha 
Schools/Bishop  Estate. 

Today  I  would  like  to  summarize  where  we  are  in  terms  of  overall  needs  and 
where  our  experience  suggests  we  should  go  in  the  future. 

I  will  be  emphasizing  educational  programs,  because  this  year  the  Native  Hawai- 
ian Education  Act  is  up  for  re-authorization,  along  with  the  entire  Elementary  and 
Secondary  Education  Act. 

First,  risk  factors  for  Native  Hawaiian  children  begin  before  birth,  with  a  lack  of 

firenatal  care.  Hawaiian  children  start  school  behind  other  students  in  readiness, 
n  the  subject  areas  of  reading,  math,  science  and  social  science,  Hawaiian  students 
have  lower  scores  than  the  other  major  groups  in  Hawaii. 

Hawaiian  students  have  high  dropout  and  absenteeism  rates. 

Of  all  the  groups  in  Hawaii,  Hawaiian  students  have  the  highest  drug  and  alcohol 
use. 

Finally,  college  enrollment  and  completion  rates  remain  low  for  Hawaiian  stu- 
dents. 

I  can  also  report  to  you  some  positive  findings. 

The  federally  funded  Family-Based  Education  Centers,  in  cooperation  with  Kame- 
hameha Schools,  operate  pre-natal  parent  infant  education  programs,  traveling  pre- 
school programs  for  two  to  three-years  old,  and  center-based  preschool  for  four-year 
olds. 

We  are  seeing  dramatic  improvement  in  vocabulary  scores  among  these  students. 
KS  preschool  graduates  score  at  the  30th  percentile  on  national  norms,  above  the 
state  score  of  the  15th  percentile  and  other  State  Department  of  Education  Hawai- 
ian children,  who  score  at  the  10th  percentile. 

For  the  1992-93  school  year,  the  federal  government  contributed  approximately 
$2  million  to  these  Family  Based  Education  Centers.  Kamehameha  Schools  contrib- 
uted almost  $200,000  in  indirect  contributions  and  more  than  $5  million  in  direct 
costs. 
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Last  year,  the  federal  government  contributed  $1.25  million  to  the  Native  Hawai- 
ian Higher  Education  Program  and  almost  $1  million  to  the  Native  Hawaiian 
Health  Professions  Program.  Kamehameha  Schools  contributed  nearly  another  $7 
million  to  post-high  financial  aid.  The  results  of  these  counseling  and  scholarship 
programs  speak  for  themselves. 

Hawaiian  enrollment  rates  at  the  University  of  Hawaii  have  been  steadily  in- 
creasing. Hawaiian  students  now  comprise  11  percent  of  the  total  enrollment  in  the 
University  of  Hawaii,  an  all-time  high. 

Furthermore,  the  college  drop  out  rate  for  Native  Hawaiian  students  has  been  re- 
duced over  the  past  four  years  from  50  to  10  percent.  More  Native  Hawaiians  are 
successfully  completing  their  degree  work.  At  this  rate  of  improvement,  Native  Ha- 
waiian students  will  be  proportionately  represented  in  higher  education  by  the  year 
2000. 

Vocational  training  is  providing  Native  Hawaiians  who  do  not  pursue  an  ad- 
vanced academic  degree  with  viable  alternatives. 

ALU  LIKE  is  a  Native  Hawaiian  organization  which  aims  at  social  and  economic 
self-sufficiency.  ALU  LIKE's  computer  training  program  enabled  our  trainees  to  se- 
cure jobs.  Their  annual  salaries  constituted  a  279  percent  return  on  investment. 

Federal  funds  have  also  allowed  us  to  increase  the  enrollment  and  retention  of 
Native  Hawaiians  in  community  college  programs.  The  National  Center  for  Student 
Retention  last  year  presented  our  program  with  the  Center's  1992  National  Reten- 
tion Excellence  award  for  our  77  percent  retention  rate.  The  national  average  reten- 
tion rate  is  50  percent. 

The  Native  Hawaiian  Drug-Free  Schools  and  Communities  Program  has  been 
well-received  in  the  communities  in  which  it  operates.  Surveys  conducted  by  the  Ha- 
waii State  Department  of  Education  show  drug  and  alcohol  usage  rates  declined  be- 
tween 1987  and  1989,  and  have  leveled  off  in  1991. 

Interest  in  Hawaiian  culture  is  strong  and  growing.  There  is  community-wide  sup- 
port for  and  interest  in  Hawaiian  culture,  arts,  crafts,  sport  and  games,  values,  reli- 
gion and  language. 

As  an  example,  seven  Hawaiian  language  immersion  preschools  conducted  by  Aha 
Punana  Leo,  have  opened  across  the  state.  Partially  funded  under  the  federal  Fam- 
ily-Based Education  Centers,  these  preschools  have  seen  a  yearly  increase  in  enroll- 
ment and  strong  parental  involvement. 

The  continuing  severe  health  needs  of  Native  Hawaiians  are  being  addressed  by 
an  organization  called  Papa  Ola  Lokahi,  with  federal  funding  for  a  statewide  Native 
Hawaiian  Health  Care  System. 

Mr.  Chairman,  time  does  not  permit  me  to  mention  all  of  the  federally  funded  pro- 
grams for  Native  Hawaiians,  but  they  all  deserve  credit  and  are  all  important  parts 
of  the  whole  picture. 

What  are  the  priorities  for  the  future? 

A  top  priority  is  still  early  childhood  education. 

The  fact  that  needs  start  even  before  birth  indicates  that  it  is  particularly  impor- 
tant to  start  educational  efforts  at  the  prenatal  stage  of  development.  If  more  and 
more  Hawaiian  students  start  school  ready  and  eager  to  learn,  other  social  and  eco- 
nomic indicators  will  move  in  a  positive  direction. 

In  support  of  our  top  priority,  we  need  to  continue  to  emphasize  preventive  pro- 
grams, particularly  those  which  integrate  health  and  education. 

These  needs  are  intertwined.  In  education,  this  means  programs  like  Family 
Based  Education  Centers,  family  planning,  health  education,  and  drug  and  alcohol 
prevention.  It  also  means  health  promotion  and  disease  prevention  through  the  Na- 
tive Hawaiian  Health  Care  System. 

Third,  we  must  continue  to  provide  both  vocational  education  and  programs  which 
promote  enrollment  and  completion  of  higher  education. 

The  relationship  between  educational  level  and  socio-economic  status  has  been 
clearly  demonstrated.  Trained  Native  Hawaiians  are  needed  at  all  levels  of  our  so- 
cial structure.  Only  through  education  will  true  empowerment  be  achieved.  We  Na- 
tive Hawaiians  will  then  once  again  control  our  own  destiny. 

Finally,  we  should  infuse  Hawaiian  culture  in  all  aspects  of  program  planning  and 
implementation. 

The  culture  is  the  glue  that  holds  the  programs  together.  But  it  is  not  just  speak- 
ing the  language  or  knowing  the  customs.  It  is  living  and  breathing  values  such  as 
"lokahi",  the  harmony  of  man,  nature,  and  the  spiritual  forces. 

To  achieve  lokahi,  we  must  work  together,  in  good  faith,  for  the  common  good; 
critically  observing  our  programs  and  progress,  and  continually  building  on  our 
shared  success. 

Mr.  Chairman,  I  strongly  recommend  continued  funding  for  all  Native  Hawaiian 
programs.  I  emphasize  that  the  federal  funding  does  not  stand  alone.  Kamehameha 
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Schools/Bishop  Estate  and  other  private  and  state  funding  for  these  programs  com- 
plements and  extends  the  federal  portion.  Thus  more  leverage  is  provided  towards 
positive  social  change. 

Mr.  Chairman,  please  accept  my  thanks  for  your  continued  commitment  and  con- 
cern for  the  Hawaiian  people. 
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STATEMENT  OF  ORMOND  W.  HAMMOND,  DIRECTOR,  BERNICE 

PAUAHI  BISHOP  ESTATE 

In  1983  the  Kamehameha  Schools/Bishop  Estate  (KS/BE)  published  the  first  Native 
Hawaiian  Educational  Assessment  Prolect  (NHEAP)  Report.  The  NHEAP  Report  and  follow-up 
studies  have  been  used  since  1983  to  plan  and  support  educational  programs,  including  the 
federal  Native  Hawaiian  Education  Act.  This  report  summarizes  the  most  recent  data  available 
in  April,  1993. 

How  many  Native  Hawaiian  students  are  there  in  Hawaii?  U.S.  census  data  have  not 
been  considered  as  accurate  as  data  from  the  local  agencies  serving  the  diverse  population 
groups  In  Hawaii  Perhaps  the  best  count  of  school-age  Hawaiian  students  is  by  the  State  of 
Hawai'l  Department  of  Education.  Figure  1  gives  the  relative  sizes  of  the  major  student 
population  groups  for  school  year  1992-1993. 

This  figure  makes  graphically  clear  that  there  is  no  one  ethnic  group  which  is  a  "majority" 
In  Hawai'i's  schools.  Native  Hawaiians  are  now  the  largest  single  group,  and  growing.  This 
represents  a  change  since  1983,  when  they  were  second  largest,  behind  Caucasians.  It  should 
be  noted  that  Hawaii  is  unique  among  the  states  in  having  such  a  large  percentage  of  a  Native 
American  group. 

This  report  is  organized  around  a  set  of  goals  which  represents  a  composite  of  the 
nation's,  the  State  of  Hawai'i's,  and  Kamehameha  Schools/Bishop  Estate's  education  goals. 
How  do  Native  Hawaiians  fare  on  these  goals? 


1.  All  children  will  start  school  ready  and  eager  to  learn. 

Risk  factors  for  Native  Hawaiian  children  start  before  birth.  For  years,  Native  Hawaiian 
women  have  sought  prenatal  care  later  in  their  pregnancies  or  not  at  all  (Figure  2).  In  addition, 
In  HawaJ'i  in  1990,  38%  of  aJI  infant  deaths,  and  45%  of  all  teenage  mothers  were  Native 
Hawaiian. 

Hawaiian  youngsters  enter  kindergarten  with  lower  vocabulary  scores  than  other  children 
(10th  percentile:  Peabody  Picture  Vocabulary  Test-Revised,  1989-90)  (Figure  3).  The  only  major 
ethnic  group  with  lower  vocabulary  scores  is  Filipinos,  many  of  whom,  as  recent  immigrants, 
have  limited  English  language  skills.  Figure  3  also  shows  that  this  has  not  improved  since  1982- 
83. 

On  the  positive  side,  Kamehameha  Schools'  (KS)  preschool  programs  are  seeing 
dramatic  improvement  in  vocabulary  scores  among  their  students.  This  improvement  has  been 
found  to  persist  into  kindergarten.  KS  preschool  graduates  score  at  the  30th  percentile  on 
national  norms,  above  the  state  score  of  18th  percentile  and  other  DOE  Hawaiian  children,  who 
score  at  the  11th  percentile. 


2.  Students  will  demonstrate  competency  In  the  basic  skills  of  English  and  mathematics 
and  In  other  challenging  subject  matter  Including  science  and  social  studies. 

In  achievement  tests  of  basic  skills,  Hawaiian  students  continue  to  perform  below 
national  norms  and  other  groups  in  Hawaii  For  example,  on  the  Total  Reading  subtest  of  the 
Stanford  Achievement  Test  administered  by  the  State  of  Hawaii  Department  of  Education  in  the 
spring  of  1991,  Hawaiian  sixth-grade  students  scored  at  the  37th  percentile,  the  lowest  of  the 
four  major  ethnic  groups  (Figure  4). 

Achievement  test  results  show  the  same  kind  of  decrement  in  performance  of  Native 
Hawaiian  students  in  mathematics  at  grades  3,  6,  8  and  10.  At  sixth  grade,  Hawaiian  students 
score  at  the  47th  percentile  on  the  Total  Math  subtest  of  the  Stanford  Achievement  Test.  By 
comparison,  Filipino  students  in  Hawai'i  score  at  the  57th  percentile,  Caucasian  students  at  the 
71st  percentile,  and  Japanese  students  at  the  85th  percentile  (Figure  5) 
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The  same  layering  effect,  with  Native  Hawaiian  students  scoring  the  lowest,  occurs  in 
other  subjects,  including  science  and  social  science  (Figures  6  and  7). 

3.  The  high  school  graduation  rate  will  increase  while  dropout  and  absenteeism  rates  drop. 

While  there  are  no  data  available  on  "graduation  rates"  by  ethnicity,  we  can  use 
enrollment  and  absenteeism  figures  to  derive  indices  of  dropping  out.  For  example,  for  school 
years  1988-1991,  approximately  17%  of  Hawaiian  students  enrolled  in  junior  year  were  not 
enrolled  in  senior  year.  For  all  students  statewide  the  rate  was  about  11%.  While  the  figures 
for  both  groups  dropped  in  1991-1992  (Figure  8),  it  is  too  early  to  know  if  this  represents  a 
significant  improvement. 

Another  index  of  dropping  out  is  the  "excessive  absence"  rate.  The  Department  of 
Education  keeps  track  of  all  students  who  miss  more  than  twenty  classes  in  one  subject  in  any 
one  semester.  The  average  for  Hawaiian  students  is  higher  than  the  statewide  average.  In 
1991-92,  approximately  18%  of  all  Hawaiian  secondary  school  students  are  considered 
excessively  absent  compared  with  9%  of  non-Hawaiian  students  (Figure  9). 

4.  Adult  literacy  rates,  along  with  college  enrollment  and  completion  rates,  will  increase. 

A  recent  study  in  Hawai'i  shows  that  Native  Hawaiian  adults  have  low  literacy  rates 
(Figure  10).  Thirty  percent  are  at  the  lowest  level,  defined  as  "adults  who  function  with  difficulty," 
compared  with  19%  of  adults  in  the  state  as  a  whole.  Once  again,  there  are  more  adult  Filipinos 
with  low  literacy  levels,  probably  because  many  are  new  to  the  United  States  and  are  not  native 
English  speakers. 

Hawaiian  students  also  enroll  in  and  complete  higher  education  at  rates  below  their 
peers.  Figure  11,  based  on  1980  Census  data,  shows  that  only  9%  of  Native  Hawalians  In 
Hawai'i  ages  22  to  24  are  enrolled  in  college,  compared  with  a  state  figure  of  18%.  The  national 
figure  Is  16%;  for  Blacks  on  the  mainland,  14%;  for  Hispanlcs,  12%.  The  drop  In  enrollment 
rates  shown  In  Figure  1 1  also  Indicate  lower  college  completion  rates  for  Native  Hawaiians. 

Showing  a  positive  trend,  Hawaiian  enrollment  rates  at  the  University  of  Hawai'i  have 
been  steadily  increasing  (Figure  12).  Hawaiian  students  now  comprise  11%  of  the  total 
enrollment  in  the  University  of  Hawai'i  system  (four-  and  two-year  schools),  and  over  6%  of  the 
student  body  at  the  four-year,  baccalaureate-granting  Manoa  campus.  This  represents  an 
average  Increase  of  approximately  1 0%  per  year  for  the  past  four  years. 


5.  Schools  will  offer  a  nurturing  yet  disciplined  environment  conducive  to  learning. 

Hawaiian  students  rank  highest  among  the  major  ethnic  groups  in  terms  of  alcohol  and 
drug  abuse  in  the  state.  On  recent  statewide  surveys,  Hawaiian  students  reported  heavier  use 
of  alcohol  and  drugs  than  other  students  at  all  four  grade  levels  surveyed  (Figures  13  and  14 
show  Grade  12  results). 

Figures  13  and  14  also  show  some  good  news:  drug  and  alcohol  usage  rates  declined 
between  1987  and  1989,  and  seem  to  have  leveled  off  in  1991.  There  is  guarded  optimism  that 
preventive  education  efforts  are  having  a  positive  effect. 

6.  Students  will  develop  a  respect  for  and  understanding  of  their  own  and  others'  cultures. 

In  1993  the  Hawaiian  culture  is  alive  and  well.  Of  all  the  educational  trends  we  have 
followed,  this  Is  the  most  positive.  Two  centuries  of  rapid  change  following  Captain  James 
Cook's  visit  to  the  Hawaiian  Islands  in  1778  had  left  a  profound  sense  of  culture  loss  for  Native 
Hawaiians.  There  was  fear  that  the  people  and  the  culture  would  simply  disappear.  A 
resurgence  of  interest  In  Hawaiian  culture  began  in  the  1960s  and  has  increased  throughout 
the  next  decades.  While  much  work  remains  to  be  done,  an  enormous  amount  of  progress  has 
been  made.    Here  Is  just  a  sampling  of  Indicators: 


68-619  -  93  -  9 
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The  1978  State  Constitutional  Convention  established  both  Hawaiian  and  English 
as  the  official  languages  of  the  state.  Starting  in  1983,  seven  Hawaiian  language 
immersion  preschools,  Punana  Leo,  have  opened  across  the  state.  The 
Department  of  Education  now  conducts  Hawaiian  Immersion  elementary 
education  classes  in  five  schools.  Figure  15  shows  the  rapid  growth  In 
enrollment  in  Hawaiian  language  immersion  programs. 

Hawaiian  history  and  culture  are  required  courses  In  the  Department  of  Education 
In  the  fourth  and  seventh  grades  and  other  courses  are  offered  as  electives  in 
high  school. 

Thousands  of  people,  Hawaiian  and  non-Hawaiian,  participate  annually  in  events 
such  as  the  Merrie  Monarch  Hula  Festival  in  Hilo  and  the  Moloka'i  to  O'ahu 
Outrigger  Canoe  race. 

The  voyages  of  the  Hawaiian  sailing  canoe,  Hokule'a,  have  stimulated  interest 
throughout  the  Pacific  In  Polynesian  voyaging.  They  have  generated  a  renewed 
pride  in  the  navigational  feats  of  the  peoples  of  the  Pacific. 


Summary 

There  are  continuing  gaps  between  the  educational  attainment  of  Native  Hawaiians  and 
other  ethnic  groups  as  well  as  the  State  of  Hawai'i  as  a  whole.  In  particular,  Hawaiian  students 
start  school  behind  others  in  vocabulary,  their  scores  in  basic  skills  continue  to  lag,  and 
absenteeism  remains  high.  Unfortunately,  broad  educational  programs  such  as  Chapter  1  have 
not  been  successful  at  closing  these  gaps.  The  newer  programs  which  specifically  serve  Native 
Hawaiians  such  as  those  funded  by  the  Native  Hawaiian  Education  Act  have  not  been  in 
existence  long  enough  for  us  to  see  long  term  effects. 

There  are  some  short-term  indicators  of  success,  however.  Improvement  of  vocabulary 
scores  among  Hawaiian  youngsters  in  preschools,  reductions  in  drug  and  alcohol  use,  and 
increases  in  college  enrollment  are  all  positive  signs. 

The  broad-based  interest  in  the  Hawaiian  language  and  culture  continues  to  grow  and 
can  provide  an  important  stimulus  for  further  educational  improvement.  The  voyages  of  the 
Hokule'a  illustrate  this  symbiosis  of  culture  and  education. 

The  fact  that  needs  start  even  before  birth  indicates  that  it  is  particularly  important  to  start 
educational  efforts  at  the  very  early  ages.  As  more  and  more  Hawaiian  students  start  school 
ready  and  eager  to  learn  the  other  indicators  will  move  in  a  positive  direction. 
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FIGURE      1 

Ethnicity  of  Students  Enrolled 

by  the  Hawnii  DOE,  1992-93 
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FIGURE      2 

Late  or  No  Prenatal  Care 

State  and  Hawaiians,  1963  -  1990 
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r  i  g  u  r  r    3 
Kindergarten  PPVT-R  (Vocabulary)  National  Percentiles 
State  DOE,  Hawaiian,  Filipino,  Japanese,  and  Caucasian 
School  Years  1982  83.  1988  89,  1989  90 
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FIGURE      5 

Total  Math 

Sixth  Grade  Percentile  Ranks 
School  Year  1990-91 
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FIGURE     6 

Science 

Sixth  Grade  Percentile  Ranks 
School  Year  1990-91 
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FIGURE      7 

Social  Science 

Sixth  Grade  Percentile  Ranks 
School  Year  1990-91 


N.i  lion 
100 

90    - 

ll  Nc 

rm  Percentiles 

70    - 
60    - 

53                                  „ 

/ 

/ 

/ 

50 

39      - 

28 

/ 

■  * 

40    - 

/ 

/ 

31  .  . 

7 

/ 

/ 

.  . 

30    - 
20 

10   - 
0 

/ 

S 

I 

tate  DO 

E 

Hawaiian 

Basec 

1 

Filipino 

on  Individ) 

lal  r* 

firms 

1 

Japa 

nesc 

i 

Caucasian 

FIGURE     8 

Dropouts:  DOE  Students  from  Grade  1 1  to  Grade  12 
School  Years  1988  89  through  1991-92 
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FIGURE      9 

Excessive  Absences:  DOE  Students  in  Grades  7-12 
School  Years  1988-89  through  1991-92 
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FIGURE      10 

State  of  Hawaii  Literacy  Levels 

Level  One  Adults  by  Ethnicity 
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FIGURE      11 

Enrollment  in  School  and  College 

U.S.  Census,  1980 


Percent 

100    -i 


80 


60   - 


40 


20 


93% 93% 


89% 


91% 


prrrir 

1 

1 
m 
m 

mi 


I 


46% 


47% 


42% 


41% 

TT" 


31% 


26% 


22% 


16% 


48% 


9% 


22  -  24 


16-17  18-19  20-21 

Age  Group 

□  USA  Total        ]  HI  Total        ]  USA  Hawaiians    []]  HI  Hawaiians 
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Hawaiian  Enrollment  in  the  University  of  Hawaii  System 

School  Years  1977  1993 
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FIGURE     13 

Drug  Use,  All  DOE  and  DOE  Hawaiian  Students 

Low,  Moderate,  and  High  Use,  1987,  1989,  &  1991 
12th  Grade 
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FIGURE      11 

Alcohol  Use,  All  DOE  and  DOE  Hawaiian  Students 

.    Low,  Moderate,  and  High  Use,  1987,  1989,  &  1991 
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FIGURE     15 

Hawaiian  Language  Immersion  Programs 

School  Years  1988  -  1992 
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Senator  Inouye.  Well,  as  I  have  indicated  to  you,  Mr.  Thompson, 
on  other  occasions,  the  effort  made  by  you  and  others  in  native  Ha- 
waiian education  is  commendable.  As  you  know  very  well,  other 
groups  have  been  seeking  assistance  and  advice  from  native  Ha- 
waiian organizations. 

The  dropout  rate  reduction  from  50  to  10  in  4  years  is  almost  mi- 
raculous. If  we  could  somehow  apply  the  techniques  that  you  have 
used  in  the  African -American  community  or  native  American  In- 
dian community,  I  think  we  would  be  also  conducting  miracles 
there. 

So  the  committee  will  be  looking  upon  you  for  assistance  and 
sending  your  program  message  to  other  areas.  And  we  thank  you 
very  much,  sir. 

Mr.  Thompson.  Mr.  Chairman,  thank  you  very  much.  We  stand 
ready  to  share  our  experiences. 

STATEMENT  OF  JOHN  KAIZUKA 

Senator  Inouye.  Now  it  is  my  pleasure  to  call  upon  a  representa- 
tive of  the  State  Department  of  Health,  Mr.  John  Kaizuka. 

Mr.  Kaizuka.  Honorable  Mr.  Chairman  and  distinguished  mem- 
bers of  the  committee,  my  name  is  John  Kaizuka,  and  I  will 
present  testimony  on  some  critical  issues  on  rural  areas  that  im- 
pact the  health  care  and  health  status  of  the  people  in  the  State 
of  Hawaii,  especially  those  that  reside  on  the  neighbor  islands. 

The  neighbor  islands  are  the  major  populated  islands  in  the 
State  of  Hawaii,  other  than  Oahu.  These  are  the  islands  of  Hawaii, 
which  is  also  called  the  Big  Island,  Kauai,  Maui,  Niihau,  Molokai, 
and  Lanai. 
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As  a  public  health  educator  employed  by  the  State  Department 
of  Health,  Health  Promotion  and  Education  Branch  on  the  Island 
of  Hawaii,  I  have  experienced  challenges  and  opportunities  working 
with  various  communities  on  each  of  the  neighbor  islands  collabo- 
ratively problem-solving  with  various  communities  on  each  of  the 
neighbor  islands  in  solving  critical  health  issues. 

This  testimony  is  based  on  my  13  years  of  experience  working 
with  and  learning  from  the  people  on  the  neighbor  islands.  Access 
to  health  care  continues  to  present  the  most  identifiable  problem 
in  rural  areas. 

On  the  neighbor  islands  the  access  problems  are  more  pro- 
nounced because  of  the  physical  isolation  of  island  communities, 
higher  poverty,  and  unemployment  rates,  higher  percentage  of 
functionally  illiterate  adults  per  adult  population,  and  limited 
amount  of  private  providers,  the  absence  of  specialized  health  serv- 
ices, numerous  geographic  barriers,  and  the  higher  cost  of  trans- 
portation. 

Because  of  the  low-reimbursement  rates  through  Medicaid,  many 
residents  are  denied  preventive  and  primary  health  care.  A  large 
segment  of  the  neighbor  island  population  cannot  afford  to  access 
the  care  only  provided  on  Oahu.  Many  residents  delay  care  until 
their  medical  problems  worsen  and  are  forced  to  utilize  more  ex- 
pensive emergency  medical  services. 

As  an  example,  take  a  pregnant,  unemployed  woman  living  in 
Kohala  who  is  experiencing  unusual  pain  and  symptoms.  She  prob- 
ably will  not  get  an  appointment  from  any  provider.  If  she  does, 
she  will  travel  over  200  miles  round  trip  to  access  care  in  the  prin- 
cipal service  area  of  Hilo. 

Regular  unleaded  gas  costs  $1.90  in  that  area.  There  is  no  public 
transit  system.  If  her  pregnancy  is  considered  high  risk,  she  will 
need  to  travel  to  Oahu  for  specialized  care  if  she  can  afford  it. 
Round  trip  airfare  is  $100  with  lodging,  food,  ground  transpor- 
tation, parking,  et  cetera.  The  cost  becomes  too  high,  and  thus  she 
waits  until  her  condition  becomes  critical. 

Over  15  percent  of  the  neighbor  island  population  falls  in  the 
same  category  of  this  woman.  The  Big  Island  has  over  twice  the 
rate  of  public  assistance  and  Medicaid  than  Oahu. 

Other  issues  that  impact  health  care  on  the  neighbor  islands: 

The  State's  centralized  form  of  management  resource  develop- 
ment and  decisionmaking  is  for  the  most  part  on  Oahu.  As  a  result, 
the  neighbor  islands,  despite  having  20  percent  of  the  State's  popu- 
lation, receive  a  disproportionate  share  of  the  State's  resources. 

About  65  percent  of  the  neighbor  island  population  are  Asian  Pa- 
cific islanders,  which  creates  cultural  and  language  barriers.  There 
are  many  non-English-speaking  immigrants  working  on  plantations 
and  farms.  In  many  parts  of  the  neighbor  islands,  there  is  neither 
radio  nor  TV  reception.  Our  roads  are  substandard  in  many  parts 
of  the  islands.  On  the  Big  Island  alone,  there  are  more  than  1,500 
miles  of  unpaved  roads  that  lead  to  residences  and  four-wheel  drive 
vehicles  are  required. 

There  are  limited  educational  opportunities  on  the  neighbor  is- 
lands for  people  in  the  health  care  field.  We  have  to  commute  to 
Oahu  to  receive  advanced  degrees  or  to  take  specialized  courses 
that  would  enhance  our  knowledge  and  practice. 
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By  supporting  our  university  system  on  the  neighbor  islands, 
higher  education  opportunities,  especially  in  the  health  care  area, 
would  help  solve  severe  health  professional  shortages  in  our  rural 
society. 

The  people  living  on  the  neighbor  islands  are  filled  with  the 
Aloha  spirit.  There  is  much  cultural  tolerance  and  sharing,  as  well 
as  a  genuine  respect  for  the  aina  and  natural  environment.  We  de- 
velop partnerships  with  other  government  agencies,  businesses,  the 
university,  community  organizations,  and  consumers,  and  collec- 
tively address  community  health  crises  because  limited  resources 
make  it  counterproductive  to  work  independently. 

Our  philosophy  is  that  health  standards  and  the  quality  of  life 
in  our  communities  can  be  improved  through  a  community-based 

Eroblem-solving  process.  To  implement  this  philosophy,  the  neigh- 
or  islands  need  your  support  for  more  resources. 

PREPARED  STATEMENT 

I  am  pleased  to  have  this  opportunity  to  present  this  testimony. 
It  is  hoped  that  my  testimony  serves  as  an  example  that  on  the 
neighbor  islands  we  do  have  unique  problems  that  affect  the  health 
care  and  health  status  of  our  residents,  and  that  we  have  to  be  in- 
novative, given  limited  resources,  to  address  our  prevailing  health 
problems.  Please  provide  us  with  your  support. 

Thank  you  for  your  attention. 

[The  statement  follows:] 

Statement  of  John  Kaizuka 

Honorable  Chairman  and  distinguished  members  of  this  committee,  my  name  is 
John  Kaizuka.  I  will  present  testimony  on  some  critical  issues  in  rural  areas  that 
impact  the  health  care  and  the  health  status  of  the  people  in  the  State  of  Hawaii — 
specifically  those  that  reside  on  the  Neighbor  Islands.  The  Neighbor  Islands  are  the 
major  populated  islands  in  the  State  of  Hawaii  other  than  Oahu.  These  are  the  is- 
lands of  Hawaii  (Big  Island),  Kauai,  Maui,  Niihau,  Molokai,  and  Lanai. 

As  a  public  health  educator  employed  by  the  State  Department  of  Health,  Health 
Promotion  and  Education  Branch  on  the  island  of  Hawaii,  I  have  experienced  chal- 
lenges and  opportunities  working  with  various  communities  on  each  of  the  Neighbor 
Islands  collaboratively  problem-solving  critical  health  issues.  This  testimony  is 
based  on  my  13  years  01  experience  working  with  and  learning  from  the  people  re- 
siding on  the  Neighbor  Islands. 

ACCESS  TO  HEALTH  CARE 

Access  to  health  care  continues  to  present  the  most  identifiable  problem  in  rural 
areas.  On  the  Neighbor  Islands  the  access  problems  are  more  pronounced  because 
of  the  physical  isolation  of  island  communities,  higher  poverty  and  unemployment 
rates,  higher  percentage  of  functionally  illiterate  adults  per  adult  population  (aver- 
age 37  percent  on  Neighbor  Islands),  the  limited  amount  of  private  providers  (medi- 
cal and  dental),  the  absence  of  specialized  health  services,  numerous  geographic  bar- 
riers, and  the  higher  cost  of  transportation.  Because  of  the  low  reimbursement  rates 
through  Medicaid,  many  residents  are  denied  preventive  and  primary  health  care. 
A  large  segment  of  the  Neighbor  Island  population  cannot  afford  to  access  the  care 
only  provided  on  Oahu.  Many  residents  delay  care  until  their  medical  problems 
worsen  and  are  forced  to  utilize  more  expensive  emergency  services. 

As  an  example,  take  a  pregnant  unemployed  woman  living  in  Kohala  and  experi- 
encing unusual  pain  and  symptoms.  She  probably  will  not  get  an  appointment  from 
any  provider.  If  she  does,  she  will  travel  over  200  miles  round  trip  to  access  care 
in  the  principle  service  area  of  Hilo.  Regular  unleaded  gas  costs  $1.90  a  gallon. 
There  is  no  public  transit  system.  If  her  pregnancy  is  considered  high  risk,  she  will 
need  to  travel  to  Oahu  for  specialized  care  if  she  can  afford  it.  Round  trip  airfare 
is  $100.  With  lodging,  food,  ground  transportation,  parking,  etc.,  the  cost  becomes 
too  high  and  thus  she  waits  until  the  conditions  become  critical.  Over  15  percent 
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of  the  Neighbor  Island  population  falls  in  the  same  category  as  this  woman!  The 
Big  Island  has  over  twice  the  rate  of  public  assistance  and  Medicaid  than  Oahu. 

Other  issues  that  impact  the  health  of  neighbor  islanders:  The  State's  centralized 
form  of  management,  resource  development,  and  decision  making  is  for  the  most 
part  on  Oahu.  As  a  result,  the  Neighbor  Islands,  despite  having  20  percent  of  the 
population,  receive  a  disproportionate  share  of  the  State's  resources;  about  65  per- 
cent of  the  Neighbor  Island  population  are  Asian/Pacific  Islanders  which  creates  cul- 
tural and  language  barriers.  There  are  many  non-English  speaking  immigrants 
working  on  plantations  and  farms;  in  many  parts  of  the  Neighbor  Islands  there  is 
neither  radio  nor  TV  reception;  our  roads  are  substandard  in  many  parts  of  the  is- 
lands. On  the  Big  Island,  there  are  1,500  miles  of  unpaved  roads  that  lead  to  resi- 
dences and  4wd  vehicles  are  required;  and  there  are  limited  educational  opportuni- 
ties on  the  Neighbor  Islands  for  people  in  the  health  care  field.  We  have  to  commute 
to  Oahu  to  receive  advanced  degrees  or  to  take  specialized  courses  that  would  en- 
hance our  knowledge  and  practice.  By  supporting  our  University  system  on  the 
Neighbor  Islands,  higher  education  opportunities,  especially  in  the  health  care  area 
would  help  solve  severe  health  professional  shortages  in  our  rural  society. 

The  people  living  on  the  Neighbor  Islands  are  filled  with  the  "Aloha  Spirit."  There 
is  much  cultural  tolerance  and  sharing  as  well  as  a  genuine  respect  for  the  "aina" 
and  natural  environment.  We  develop  partnerships — with  other  government  agen- 
cies, businesses,  the  University,  community  organizations,  and  consumers — and  col- 
lectively address  community  health  crises  because  limited  resources  make  it  coun- 
terproductive to  work  independently.  Our  philosophy  is  that  health  standards  and 
the  quality  of  life  in  our  communities  can  be  improved  through  a  community-based 
and  problem  solving  process.  To  implement  this  philosophy,  the  Neighbor  Islands 
needs  your  support  for  more  resources. 

I  am  pleased  to  have  this  opportunity  to  present  this  testimony.  It  is  hoped  that 
my  testimony  serves  as  an  example  that  on  the  Neighbor  Islands  we  do  have  unique 
problems  that  affect  the  health  care  and  the  health  status  of  our  residents  and  that 
we  have  to  be  very  innovative  given  limited  resources  to  address  our  prevailing 
health  problems.  Please  provide  us  with  your  support.  Thank  you  for  your  attention. 

Senator  Inouye.  Thank  you  very  much,  Mr.  Kaizuka. 

Am  I  correct  to  assume  that  because  of  your  access  problems  that 
the  health  statistics  on  the  neighbor  islands  are  worse  than  that 
of  Oahu? 

Mr.  Kaizuka.  Yes. 

Senator  Inouye.  What  is  the  comparison,  let  us  say,  on  infant 
mortality? 

Mr.  Kaizuka.  I  do  not  have  the  data  with  me  right  now,  but  I 
do  know  that  the  health  department  programs  on  the  neighbor  is- 
lands that  are  in  that  field  do  state  in  their  studies  that  they  have 
higher  rates. 

We  also  have  higher  professional  staff  to  client  ratios  in  nursing 
as  well  as  in  mental  health  and  in  other  areas. 

Senator  Inouye.  I  can  assure  you  that  this  committee  is  very 
sensitive  to  your  concerns. 

The  chairman  of  this  committee,  the  distinguished  Senator  from 
Iowa,  lives  in  a  rural  community,  so  he  is  very  cognizant  and  sen- 
sitive to  those  concerns.  We  oftentimes  hear  more  from  the  metro- 
politan areas  and  sometimes  forget  that  America  is  made  up  of 
much  rural  area,  so  we  will  be  looking  into  your  problems. 

STATEMENT  OF  WAYNE  MATSUO 

Now  may  I  call  upon  the  representative  of  the  State  of  Hawaii 
Office  of  Youth  Services,  Mr.  Wayne  Matsuo. 

Mr.  Matsuo.  Thank  you,  Mr.  Chairman.  Mr.  Chairman,  my  writ- 
ten statement  has  also  been  submitted,  and  if  accepted  I  will  try 
to  summarize  the  testimony. 
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Winston  Churchill  said  that  we  all  have  a  cross  to  bear,  and  as 
you  are  well  aware,  Mr.  Chairman,  for  Hawaii  that  cross  some- 
times is  a  perception  of  paradise  absent  social  problems,  when  in 
fact  Hawaii,  like  other  States,  faces  problems  in  teen  pregnancies, 
youth  gangs,  school  dropouts  and  truants,  juvenile  arrests,  sub- 
stance abuse,  and  teen  suicides. 

In  1990,  for  instance,  over  3,000  child  abuse  and  neglect  cases 
were  reported,  and  56  percent  of  these  reports  were  confirmed. 

In  1991,  police  made  over  63,000  arrests,  27  percent  of  which 
were  arrests  for  juveniles;  7  percent  of  these  juvenile  arrests  were 
for  status  offenses.  In  the  last  decade,  arrests  of  juveniles  for  sta- 
tus offenses  in  Hawaii  have  increased  by  193  percent. 

Part-Hawaiian  children  and  youth  represent  21  percent  of  the 
educational  system  in  Hawaii.  They  represent  more  than  50  per- 
cent of  youth  committed  to  Hawaii's  correctional  facility,  and  this 
is  but  one  example  of  the  over-representation  of  part-Hawaiian 
children  and  youth  in  the  at-risk  population. 

Cognizant  of  the  cycle  of  failure  in  crisis  intervention,  Hawaii 
has  begun  a  significant  reform  of  its  policies  and  programs  for  chil- 
dren and  youth  at  risk.  We  are  downsizing  our  juvenile  correction 
facility  and  increasing  alternative  community  program  options. 

A  bill  bringing  Hawaii's  statutes  into  compliance  with  the  man- 
dates of  the  Juvenile  Justice  and  Delinquency  Prevention  Act  of 
1974  has  been  passed  by  the  Hawaii  State  Legislature  and  is 
awaiting  the  Governor's  signature.  Major  prevention  initiatives,  in- 
cluding family  preservation,  are  being  pursued  to  direct  more  re- 
sources toward  the  front  end  of  the  children  and  youth  system. 

All  of  these  initiatives  could  be  greatly  advanced  by  Federal  sup- 
port. In  this  period  of  economic  problems,  human  service  programs 
have  traditionally  been  among  the  first  to  suffer  reductions,  espe- 
cially prevention  programs,  and  I  would  respectfully  submit  that  a 
reduction  in  prevention  funds  is  the  worst  decision  that  could  be 
made  at  this  time. 

Economic  hardship  produces  an  increase  in  social  problems 
which  places  more  children  and  youth  at  risk.  When  the  economy 
improves,  any  additional  funds  appropriated  for  social  services 
must  then  be  directed  not  to  prevention  but  for  intervention  pro- 
grams for  larger  at-risk  population  produced  in  the  interim. 

Without  funds  for  prevention  programs,  another  generation  of 
children  and  youth  at  risk  evolves,  even  while  we  are  trying  to  deal 
with  current  intervention  efforts.  Is  it  any  wonder  then,  Mr.  Chair- 
man, that  those  of  us  involved  in  human  services  feel  that  we  are 
drowning  in  wave  after  wave  of  children  and  youth  at  risk? 

We  know  what  can  and  should  be  done.  We  know  that  Head 
Start  can  provide  these  children  and  youth  with  the  skills  to  en- 
sure success  rather  than  failure  in  elementary  school.  We  know 
that  there  must  be  a  followup  to  Head  Start  to  maintain  what  has 
been  gained. 

We  know  that  conventional  success  encourages  conventional  be- 
havior. We  know  that  the  prevention  of  social  problems  is  more  ef- 
fective and  less  effective  than  intervention. 

We  know  that  an  Office  of  Adolescent  Health  would  prevent 
many  of  the  health  problems  confronting  our  children  and  youth. 
We  know  that  the  Job  Corps  and  community  investment  programs 
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as  advocated  by  organizations  like  the  Milton  S.  Eisenhower  Foun- 
dation offer  legitimate  pathways  of  success  for  our  youth. 

PREPARED  STATEMENT 

We  know  that  children  and  youth,  given  meaningful  roles  in 
schools  and  communities,  can  contribute  much  to  this  Nation.  What 
we  require  is  the  will  and  the  tenacity  to  see  that  what  needs  to 
be  done  is  done. 

I  thank  you  for  this  opportunity  to  present  this  testimony,  Mr. 
Chairman. 

[The  statement  follows:] 

Statement  of  Wayne  Matsuo 

Winston  Churchill  said  that  we  all  have  a  cross  to  bear.  For  Hawaii,  that  cross 
is  a  perception  of  paradise,  absent  social  problems.  In  fact,  like  other  states,  Hawaii 
faces  problems  in  teen  pregnancies,  youth  gangs,  school  drop-outs  and  truants,  juve- 
nile arrests,  substance  abuse  and  teen  suicides. 

In  1990,  3,073  child  abuse  and  neglect  cases  were  reported  and  56  percent  of 
these  reports  were  confirmed. 

In  1990,  1,788  children  were  in  foster  care. 

In  1991,  police  made  63,419  arrests.  Twenty-seven  percent  (27  percent)  of  the  ar- 
rests were  juveniles  (16,916)  and  seven  percent  (7  percent)  of  juvenile  arrests  were 
for  status  offenses  (4,399).  In  the  last  decade,  arrests  of  juveniles  for  status  offenses 
have  increased  by  193  percent. 

In  the  1991-92  fiscal  year,  the  family  courts  of  Hawaii  had  a  total  caseload  of 
16:116  law  violation  cases.  In  addition,  8,412  cases  involved  status  offenders  and 
1,736  cases  were  on  probation. 

In  the  1991-92  fiscal  year,  the  Hawaii  Youth  Correctional  Facility  had  222  admis- 
sions. 

Part-Hawaiian  children  and  youth  represent  21  percent  of  the  educational  system 
in  Hawaii.  They  represent  more  than  50  percent  of  youth  committed  to  the  Hawaii 
Youth  Correctional  Facility.  This  is  but  one  example  of  the  over-representation  of 
part-Hawaiian  children  and  youth  in  the  at-risk  population. 

Children  and  youth  at-risk,  including  part-Hawaiians,  experience  their  first  fail- 
ure in  elementary  schools.  We  know,  for  instance,  that  pre-school  and  kindergarten 
teachers  are  able  to  identify  children  who  will  experience  problems  in  school.  Fail- 
ure leads  to  more  failure  and  school  becomes  a  painful  reminder  of  their  perceived 
inadequacies.  They  begin  to  distance  themselves  from  school  and  this,  in  turn,  com- 
pounds their  failure  in  the  educational  system. 

Truancy  compels  these  children  and  youth  to  develop  an  unconventional  lifestyle 
to  replace  the  school.  They  are  drawn  to  youth  in  similar  circumstances,  almost  as 
if  individual  failures  are  more  acceptable  if  shared  by  a  group.  Their  boredom  and 
lack  of  legitimate  alternatives  to  the  educational  system  make  them  vulnerable  to 
unconventional  activities  which  place  them  at-risk  (substance  abuse,  gangs,  shop- 
lifting, burglary,  runaway,  teenage  pregnancy,  curfew  violation,  etc.).  Prolonged  tru- 
ancy leads  them  to  the  conclusion  that  there  is  no  way  to  make-up  school  and  they 
drop-out.  They  find  reinforcement,  not  in  school,  but  in  their  alternative  lifestyle. 
The  great  sadness  is  that  these  are  the  children  and  youth  who  need  school  the 
most  to  "succeed." 

Cognizant  of  this  cycle  of  failure,  Hawaii  has  begun  a  significant  reform  of  its 
policies  and  programs  for  children  and  youth-at-risk.  Hawaii  is  downsizing  its  juve- 
nile correctional  facility  and  increasing  alternative  community  program  options.  A 
bill  bringing  Hawaii's  statutes  into  compliance  with  the  mandates  of  the  Juvenile 
Justice  and  Delinquency  Prevention  Act  of  1974  has  been  passed  by  the  Hawaii 
State  Legislature  and  is  awaiting  the  Governor's  signature.  Major  prevention  initia- 
tives, including  Family  Preservation,  are  being  pursued  to  direct  more  resources  to- 
ward the  "front-end"  of  the  children  and  youth  system.  All  of  these  initiatives  could 
be  greatly  advanced  by  federal  support. 

In  this  period  of  economic  problems,  human  services  programs  have  traditionally 
been  among  the  first  to  suffer  reductions,  especially  prevention  programs.  I  respect- 
fully submit  that  a  reduction  in  prevention  funds  is  the  worst  decision  that  could 
be  made  at  this  time.  Economic  hardship  produces  an  increase  in  social  problems 
which  places  more  children  and  youth  at  risk.  When  the  economy  improves,  any  ad- 
ditional funds  appropriated  for  social  services  must  be  directed,  not  to  prevention, 
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but  for  intervention  programs  for  a  larger  at  risk  population  produced  in  the  in- 
terim. Without  funds  for  prevention  programs,  another  generation  of  children  and 
youth-at-risk  evolves  even  while  we  are  trying  to  deal  with  current  intervention  ef- 
forts. Is  it  any  wonder  that  those  of  us  involved  in  human  services  feel  that  we  are 
drowning  in  wave  after  wave  of  children  and  youth-at-risk? 

Ours  is  a  nation  of  quick-fixes.  We  want  all  problems,  including  social  problems, 
fixed  simply  and  quickly.  Our  human  services  programs  are  largely  reactionary,  ex- 
pensive and  of  questionable  effectiveness.  Rather  than  preventing  problems  at  a 
time  of  development  of  children  when  we  can  be  most  effective,  we  wait  until  they 
are  youth  with  multiple  serious  problems  and  when  intervention  is  most  difficult. 
We  must,  as  a  nation,  make  a  serious  investment  of  energy  and  funds  in  our  chil- 
dren and  youth  or  risk  losing  our  future. 

We  know  what  can  and  should  be  done.  We  know  that  Headstart  can  provide 
these  children  and  youth  with  the  skills  to  ensure  success  rather  than  failure  in  ele- 
mentary school.  We  know  that  there  must  be  a  follow-up  to  Head  Start  to  maintain 
what  has  been  gained.  We  know  that  conventional  success  encourages  conventional 
behavior.  We  know  that  the  prevention  of  social  problems  is  more  effective  and  less 
expensive  than  intervention.  We  know  that  an  Office  of  Adolescent  Health  would 
prevent  many  of  the  health  problems  confronting  our  children  and  youth.  We  know 
that  the  Job  Corps  and  community  investment  programs,  advocated  by  organiza- 
tions like  the  Milton  S.  Eisenhower  Foundation,  offer  legitimate  pathways  to  success 
for  our  youth.  We  know  that  children  and  youth,  given  meaningful  roles  in  schools 
and  communities,  can  contribute  much.  What  we  require  is  the  will  and  tenacity  to 
see  that  what  needs  to  be  done  is  done. 

Thank  you  for  the  opportunity  to  present  this  testimony. 

Senator  Inouye.  Thank  you  very  much,  Mr.  Matsuo.  You  brought 
up  a  point  that  concerns  us  very  much — prevention.  Somehow  all 
of  us  will  agree  that  prevention  can  be  cost-saving,  but  when  it 
comes  time  to  implement  those  programs,  we  look  otherwise. 

It  may  interest  you  to  know  that  in  medicine  we  spend  approxi- 
mately 50  cents  per  person  for  prevention  and  about  $2,000  for  cu- 
rative medicine.  If  we  just  double  prevention,  we  think  we  can  cut 
down  the  cost  of  medicine  by  some  fantastic  amount. 

Mr.  Kaizuka,  on  a  matter  of  access,  it  is  a  problem  that  concerns 
all  of  us  here,  because  as  we  progress  in  the  debate  on  national 
health,  we  find  that  access  is  the  major  problem,  because  without 
access,  how  is  the  health  program  going  to  work?  The  neighbor  is- 
lands and  rural  communities  would  still  be  deprived  of  adequate 
care. 

To  all  of  you  I  thank  you  in  behalf  of  the  committee.  Thank  you 
for  traveling  this  long  distance  to  be  with  us,  and  I  can  assure  you 
that  your  statements  will  be  studied  very  carefully.  Thank  you. 

STATEMENT  OF  MARY  TYLER  MOORE,  JUVENILE  DIABETES  FOUNDA- 
TION INTERNATIONAL 

Senator  INOUYE.  Our  next  panel  consists  of  Mary  Tyler  Moore — 
is  Ms.  Moore  here? — Mr.  Lawrence  Gloeckler,  Vocational  and  Edu- 
cational Services  for  Individuals  with  Disabilities,  Mr.  Robert 
Gumnit,  Jr.,  representing  the  National  Association  of  Epilepsy  Cen- 
ters, Mr.  Gregory  Pawlson,  representing  the  American  College  of 
Preventive  Medicine,  Mr.  Peter  W.  Thomas,  representing  the  Amer- 
ican State  of  the  Art  Prosthetic  Association,  and  Mr.  Jim 
MacLaren,  representing  the  Amputee  Coalition  of  America. 

Are  we  all  here? 

Ms.  Moore,  it  is  a  great  pleasure,  a  great  honor.  You  look  better 
here  than  on  the  screen. 

Ms.  MOORE.  Well,  I  will  have  to  tell  my  lighting  man  that,  and 
he  is  in  big  trouble. 
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Mr.  Chairman  and  members  of  the  committee,  good  afternoon. 
On  behalf  of  the  14  million  Americans  suffering  from  diabetes  and 
its  complications,  I  would  like  to  thank  you  not  only  for  the  oppor- 
tunity to  appear  before  you  today,  but  also  for  the  unwavering 
leadership  and  commitment  you  continue  to  give  in  our  search  for 
a  cure. 

I  appear  before  you  today  as  the  international  chairperson  for 
the  Juvenile  Diabetes  Foundation,  a  volunteer  health  organization 
committed  to  the  simple  notion  that  through  research  we  can  im- 
prove the  quality  of  life  for  persons  with  diabetes  and  eventually 
cure  this  dreadful  disease. 

I  appear  before  you  as  a  taxpayer  concerned  with  the  economic 
drain  of  diabetes  on  our  Nation,  estimated  to  be  nearly  $26  billion 
per  year,  and  I  appear  before  you  as  a  person  who  knows  first  hand 
what  it  has  meant  to  live  with  diabetes  for  27  years. 

I  share  a  mission  with  millions  of  Americans  who  suffer  from  di- 
abetes. That  mission  is  to  beat  the  clock,  to  raise  money  for  re- 
search to  find  a  cure  before  millions  more  face  head  on  a  grab  bag 
full  of  complications  including  blindness,  kidney  failure,  heart  dis- 
ease, stroke,  neurological  disorders,  and  death  at  an  early  age. 

We  have  made  progress  toward  our  mission.  With  your  generous 
appropriations,  the  diabetes  community  has  enjoyed  a  myriad  of 
breakthroughs  too  numerous  for  me  to  mention  in  the  short  period 
of  time  allotted  this  afternoon. 

I  have  listed  these  breakthroughs  in  greater  detail  in  a  state- 
ment presented  for  the  record  so  that  I  could  spend  more  time 
today  alerting  you  to  an  alarming  trend  that  seriously  threatens  fu- 
ture advancement. 

Representatives  from  JDF  recently  paid  a  visit  to  the  National 
Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases,  where  we 
were  told  that  literally  hundreds  of  meritorious  diabetes  research 
proposals  are  not  being  funded. 

In  1992,  the  NIDDK  was  able  to  fund  628  new  and  competing 
grants.  In  1993,  the  projected  number  of  grants  is  an  abysmal  443. 

Overall,  NIDDK  is  funding  only  at  the  15th  percentile  of  re- 
search proposals  compared  with  the  30th  just  a  few  years  ago.  Of 
course,  yet,  diabetes  is  not  the  priority  at  NIH  that  it  must  be. 

Funding  for  the  diabetes  program  as  a  percentage  of  the  total 
NIH  budget  has  decreased  25  percent  over  the  last  10  years.  This 
year,  we  are  confronted  with  the  most  serious  threat  to  diabetes  re- 
search since  this  committee  first  initiated  the  diabetes  program  at 
the  NIH  18  years  ago. 

Last  month,  President  Clinton  presented  his  budget  to  the  Amer- 
ican people,  recommending  a  level  of  funding  that  would  amount 
to  a  decrease  for  the  NIDDK  of  nearly  1.5  percent.  A  funding  cut 
of  this  magnitude  would  amount  to  a  5.4-percent  decrease  in  con- 
stant dollars  that  will  reduce  once  again  the  number  of  new  diabe- 
tes research  grants. 

Mr.  Chairman,  I  take  issue  with  the  President's  budget  with 
some  trepidation.  I  am  keenly  aware  of  the  burden  our  society  may 
impose  on  today's  youth  if  the  Federal  deficit  grows  uncontrolled. 
It  would  be  unconscionable  to  deny  our  children  an  economically 
stable  and  secure  future  by  crippling  them  with  our  debt. 
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However,  I  cannot  simply  sit  back  while  the  diabetes  research 
program,  indeed,  the  entire  NIH  program  that  you  helped  build, 
the  very  one  that  holds  the  promise  for  finding  a  cure  for  diabetes, 
decays  for  want  of  adequate  funding.  It  is  for  our  children  as  well 
as  ourselves  that  we  must  cure  this  debilitating  disease. 

We  ask  that  you  reject  the  administration's  shortsighted  rec- 
ommendation for  a  funding  decrease  and  instead  heed  the  advice 
of  the  over  160  organizations  that  comprise  the  ad  hoc  committee 
for  medical  research  funding  by  providing  at  a  minimum  $11.6  bil- 
lion for  the  NIH,  a  12-percent  increase  for  fiscal  year  1993. 

We  also  ask  the  Congress  specifically  allocate  $835  million  for 
the  NIDDK  in  order  to  restore  that  institute  and  the  diabetes  pro- 
gram in  particular  to  a  level  of  funding  growth. 

Last,  I  would  like  to  ask  this  subcommittee  for  some  special  con- 
sideration; 2  years  ago  we  met  to  discuss  an  exciting  $30  million 
initiative  designed  to  search  for  the  diabetes  genes.  Tne  entire  dia- 
betes and  basic  science  communities  were  excited  about  the  promis- 
ing prospect  of  curing  and  preventing  diabetes  by  identifying  and 
manipulating  the  genes  responsible  for  the  onset  of  this  disease. 

Researchers  were  hopeful,  following  the  successful  cloning  and 
sequencing  of  the  gene  responsible  for  cystic  fibrosis,  and  thought 
a  similar  approach  would  be  the  best  avenue  of  research  for  diabe- 
tes as  well. 

This  subcommittee  responded  generously  by  providing  $7  million 
for  this  initiative.  In  the  2  years  since  we  launched  the  search  for 
the  diabetes  gene  initiative,  the  NIDDK  has  funded  eight  new 
grants,  including  two  new  diabetes  interdisciplinary  research  pro- 
grams. 

The  money  you  have  provided  over  the  last  2  years  has  estab- 
lished the  foundation  necessary  to  pursue  this  promising  area  of  re- 
search in  earnest.  Today,  we  ask  that  you  please  complete  the  work 
you  began  2  years  ago  by  providing  the  remaining  $23  million  in 
a  special  appropriation  specifically  for  the  search  for  the  diabetes 
gene  initiative. 

Mr.  Chairman,  members  of  this  subcommittee,  medical  research 
is  expensive,  and  the  dollar  amounts  that  we  are  requesting  here 
today  are  indeed  large.  However,  the  increases  for  the  NIH,  the 
NIDDK,  and  the  diabetes  genes  initiative,  that  we  seek,  are  com- 
paratively small  when  considered  in  the  context  of  skyrocketing 
costs,  both  in  dollars  and  lives,  associated  with  diabetes. 

A  recurrent  theme  throughout  President  Clinton's  term  has  been 
how  investing  in  our  people  today  will  yield  payoffs  tomorrow.  I  can 
think  of  no  better  way  to  invest  in  America's  health  than  through 
increased  commitments  to  medical  research. 

PREPARED  STATEMENT 

Mr.  Chairman  and  members  of  this  subcommittee,  I  pray  that  we 
will  not  find  ourselves  looking  back  over  a  long  line  of  lives  lost  and 
research  opportunities  foregone  because  of  a  dearth  of  adequate  fi- 
nancial support.  I  hope  that  once  again  this  subcommittee  will  help 
make  an  investment  in  America's  future  through  higher  funding 
for  diabetes  research  and  control.  There  is  a  cure,  and  together  we 
will  find  it. 

Thank  you  for  your  time  and  attention. 
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[The  statement  follows:] 

Statement  of  Mary  Tyler  Moore 

The  Juvenile  Diabetes  Foundation  International  ("JDF")  appreciates  this  oppor- 
tunity to  present  its  views  regarding  fiscal  year  1994  appropriations  for  the  Na- 
tional Institutes  of  Health  ("NIH")  and  other  Federal  diabetes  research  and  control 
programs.  JDF  is  an  international  voluntary  health  organization  of  over  112  chap- 
ters and  affiliates  throughout  the  U.S.  and  the  world  dedicated  to  furthering  re- 
search in  diabetes  and  improving  the  quality  of  life  of  persons  with  diabetes. 

DIABETES  RESEARCH  BREAKTHROUGHS 

The  National  Diabetes  Advisory  Board's  most  recent  Annual  Report  chronicles  the 
remarkable  research  progress  made  in  the  last  two  decades  thanks  in  large  part  to 
the  Federal  support  provided  by  this  committee.  These  breakthroughs  include:  iden- 
tification of  genetic  markers  which  can  be  used  to  determine  the  risk  of  developing 
diabetes  and  for  preventing  the  disease  in  the  future;  production  of  new  forms  of 
purified  insulin,  including  human  insulin,  which  reduce  the  risk  of  insulin  allergies 
and  ensure  a  continuing  supply  of  this  vital  hormone;  development  of  laser 
photocoagulation  procedures  that  reduce  the  risk  of  blindness  from  diabetic  eye  dis- 
ease; improved  methods  for  measuring  and  regulating  blood  sugar  in  persons  with 
diabetes,  like  home  glucose  monitors  and  the  insulin  pump;  and  successful  kidney 
transplant  operations  for  patients  with  diabetic  kidney  nephropathy. 

AT  THE  CROSSROADS:  A  CRISIS  YET  UNRESOLVED 

Congress'  willingness  to  invest  in  diabetes  research  has  yielded  remarkable  divi- 
dends in  terms  of  ameliorating  the  human  suffering  from  the  scourge  of  diabetes 
and  providing  the  potential  for  a  cure.  However,  despite  the  cause  for  optimism  in 
diabetes  research,  the  specter  of  diabetes  and  its  devastating  complications  remains 
pervasive.  In  the  United  States:  diabetes  is  the  third  leading  cause  of  death  by  dis- 
ease; heart  disease  is  twice  as  common  and  more  often  fatal  in  persons  with  diabe- 
tes than  in  the  general  population;  diabetes  is  the  leading  cause  of  new  cases  of 
adult  blindness;  diabetes,  the  single  largest  cause  of  kidney  failure,  accounts  for 
over  one  third  of  new  cases  of  end  stage  renal  disease  ("ESRD"),  and  is  projected 
to  account  for  50  percent  of  these  cases  by  the  year  2000;  diabetes  accounts  for  over 
half  the  incidence  of  non-traumatic  amputations;  and  diabetes  is  a  leading  cause  of 
perinatal  complications,  including  prematurity,  mortality,  and  congenital  malforma- 
tions. 

Diabetes  also  has  staggering  economic  effects.  The  Federal  government  currently 
spends  almost  twice  as  much  to  dialyze  diabetics  as  it  does  to  cure  the  major  under- 
lying cause  of  end  stage  renal  disease — diabetes.  Moreover,  the  potential  savings  in- 
volved in  translating  research  advances  "from  bench  to  bedside'  are  even  more  phe- 
nomenal when  one  considers  that  persons  with  diabetes  now  account  for  about  30 
million  hospital  days  per  year.  A  commitment  to  diabetes  research  could  save  nearly 
$26  billion,  the  amount  of  annual  direct  costs  attributable  to  diabetes.  Included  in 
this  savings  are  the  following  costs:  the  annual  cost  of  care  for  the  blind  due  to  dia- 
betic retinopathy  is  more  than  $454  million;  the  annual  hospital  costs  for  amputa- 
tions related  to  diabetes  exceed  $302  million;  and  the  annual  Medicare  costs  for  dia- 
betes-related kidney  disease  is  more  than  $450  million,  a  number  which  is  expected 
to  double  in  the  next  decade. 

Despite  the  devastating  complications  and  the  staggering  costs  outlined  above,  we 
request  funding  increases  with  some  trepidation.  As  parents,  we  are  keenly  aware 
of  the  burden  our  society  may  impose  on  today's  youth  if  the  Federal  deficit  remains 
uncontrolled.  Children  are  our  greatest  national  resource;  it  would  be  unconscion- 
able to  cripple  their  opportunity  for  an  economically  stable  and  secure  life.  Yet  re- 
search not  only  improves  the  quality  of  life  of  the  diabetic,  it  ultimately  promotes 
the  containment  of  health  care  costs.  It  has  been  estimated  that  every  dollar  de- 
voted to  research  vields  $13  in  savings  in  treatment.  The  insulin  pump,  the 
glucometer,  knowledge  about  tight  control  of  glucose  levels,  laser  therapy,  and  islet 
cell  transplantation  all  have  shown  either  the  actual  or  potential  ability  to  save  bil- 
lions in  treatment  dollars  each  year. 

A  TIME  FOR  RECOMMITMENT:  JDF'S  FISCAL  YEAR  1994  APPROPRIATIONS 
RECOMMENDATIONS  FOR  THE  NATIONAL  INSTITUTES  OF  HEALTH 

Despite  Congress'  strong  support  over  the  years,  the  current  budgetary  climate 
has  brought  the  medical  research  enterprise  to  the  brink  of  crisis.  While  our  nation 
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has  for  many  years  been  the  world  leader  in  medical  research,  there  are  increasing 
signs  of  stress  in  the  system  which  together  suggest  that  the  infrastructure  is  in 
decline.  The  signs  are  ominous:  fewer  and  fewer  new  and  competing  research 
projects  are  awarded  grants,  and  when  they  are,  they  receive  only  partial  funding; 
increasing  numbers  of  scientists — especially  young  ones — are  discouraged  by  fund- 
ing instability  from  entering  or  continuing  medical  research  careers;  reduced  fund- 
ing for  training  of  basic  scientists  and  clinical  researchers;  and  growing  deteriora- 
tion of  federally-supported  laboratory  facilities  and  equipment.  President  Clinton's 
fiscal  year  1994  budget  recommendations  are  cause  tor  even  greater  concern.  His 
proposals  would  start  the  NIH  and  its  diabetes  component,  the  NIDDK,  down  a  dan- 
gerous path  of  irreparable  decline. 

In  order  to  restore  the  NIH  and  the  NIDDK  to  a  level  of  funding  growth  and  re- 
search preeminence,  JDF  recommends  that  Congress  appropriate,  at  a  minimum, 
$11.8  billion  for  NIH  in  fiscal  year  1994,  as  recommended  by  the  Ad  Hoc  Group  for 
Medical  Research  Funding.  This  request  represents  a  12  percent  increase  in  the 
NIH  budget.  The  Ad  Hoc  Group  recommendation  would  provide  sustainable  growth 
for  investigator-initiated  research,  support  for  both  existing  and  new  research  cen- 
ters and  clinical  trials,  and  enhanced  support  for  the  research  infrastructure. 

Similarly,  JDF  joins  the  American  Diabetes  Association  and  the  Joslin  Institute 
in  recommending  a  funding  increase  for  the  National  Institute  of  Diabetes  and  Di- 
gestive and  Kidney  Diseases  to  $835  million  for  fiscal  year  1994. 

JDF'S  FISCAL  YEAR  1994  APPROPRIATIONS  RECOMMENDATIONS  FOR  THE  CENTERS  FOR 

DISEASE  CONTROL  AND  PREVENTION 

The  Centers  for  Disease  Control  and  Prevention  ("CDC")  has  spearheaded  a  num- 
ber of  very  significant  programs  designed  to  implement  the  original  Long  Range 
Plan.  CDC  has  already  evaluated  and  improved  local  patient  education  resources; 
sponsored  workshops  for  dietitians  and  other  members  of  the  diabetes  health  care 
team;  designed  systems  to  identify  and  assimilate  data  on  high  risk  diabetic  popu- 
lation groups;  and  provided  surveillance  of  diabetes  registries.  The  cost-effective  ap- 
plication oi  current  diabetes  treatment  information  is  being  demonstrated  through 
diabetes  control  programs  in  27  states,  but  this  program  has  been  severely  ham- 
pered since  its  inception  because  of  inadequate  funds  to  fully  support  various  inter- 
vention projects.  JDF  believes  that  these  state  diabetes  control  programs  should  be 
funded  at  a  level  of  $55.2  million  for  fiscal  year  1994.  In  total,  JDF  recommends 
a  fiscal  year  1994  funding  level  of  $69.5  million  for  the  National  Diabetes  Control 
Programs  within  the  CDC. 

DIABETES-SPECIFIC  INITIATIVES 

Two  years  ago,  JDF  and  the  diabetes  community  embarked  on  an  initiative  to  pro- 
mote a  particularly  exciting  area  of  diabetes  research  which  holds  great  promise  for 
a  means  of  finding  not  only  a  cure  for  diabetes,  but  also  to  prevent  the  onset  of  dia- 
betes as  well. 

The  research  involves  the  search  for  the  genes  which  are  responsible  for  the  onset 
of  diabetes  and  its  complications.  Finding  trie  diabetes  genes  could  have  a  dramatic 
effect  on  research  into  the  cause,  cure,  and  prevention  of  diabetes,  just  as  the 
cloning  and  sequencing  of  the  gene  responsible  for  cystic  fibrosis  represented  a 
major  Dreakthrough  in  the  war  on  that  disease.  While  the  task  with  regard  to  diabe- 
tes is  more  complex,  there  is  significant  cause  for  hope. 

In  the  two  years  since  we  launched  the  "Search  for  the  Diabetes  Genes"  initiative, 
Congress  has  recognized  and  responded  by  earmarking  $7  million  specifically  for 
this  most  promising  avenue  of  research.  With  this  money,  to  date,  the  NIDDK  has 
been  able  to  expand  support  for  diabetes  genes  research  by  funding  eight  new 
grants,  including  two  new  Diabetes  Interdisciplinary  Research  Programs  and  six 
new  or  competing  regular  research  grants.  The  two  Interdisciplinary  Centers  are 
currently  investigating  the  genetically  controlled  molecular  mechanisms  associated 
with  insulin  secretion  and  the  genetically-related  immunologic  basis  of  beta  cell  de- 
struction. The  R01  grants,  meanwhile,  are  following  several  key  avenues  of  sci- 
entific opportunity  related  to  the  search  for  candidate  genes  for  both  insulin-depend- 
ent and  non-insulin-dependent  diabetes,  including  the  examination  of  genetics  in 
IDDM  families;  the  study  of  genetic  regulation  of  glucose  transport  in  trie  normal 
diabetic  states;  and  the  investigation  of  the  immune  response  that  causes  the  rejec- 
tion of  transplanted  pancreatic  tissue. 

This  year,  JDF  and  the  diabetes  community  ask  Congress  to  complete  develop- 
ment of  this  initiative  by  providing  an  additional  special  appropriation  of  $23  mil- 
lion for  NIDDK  in  fiscal  year  1994  for  targeted  research  into  the  genetic  aspects  of 
diabetes. 
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CONCLUSION 


This  Committee  made  history  in  helping  to  create  the  National  Commission  on 
Diabetes,  whose  Long  Range  Plan  became  the  foundation  for  the  Federal  diabetes 
effort.  Last  year,  this  Committee  again  showed  its  commitment  to  the  Long  Range 
Plan  and  to  eradicating  diabetes  by  appropriating  funds  for  the  avenue  of  research 
that  is  most  likely  to  lead  to  a  cure  for  this  dread  disease,  diabetes  genes  research. 
Only  through  adherence  to  the  Plan,  and  financial  expansion  of  the  research  it  rec- 
ommends, will  we  find  a  cure  for  diabetes.  We  urge  you  to  continue  the  progress 
you  have  started. 

SUMMARY  OF  RECOMMENDATIONS 

The  Juvenile  Diabetes  Foundation  International  urges  Congress  to  provide  at 
least  a  12  percent  increase  over  fiscal  year  1993  funding  levels,  as  recommended  by 
the  Ad  Hoc  Group  for  Medical  Research  Funding,  for  the  National  Institutes  of 
Health  ("NIH")— $11.6  billion. 

Within  NIH,  we  recommend  that  the  National  Institute  for  Diabetes  and  Diges- 
tive and  Kidney  Diseases  ("NIDDK")  be  appropriated  $835  million,  an  increase  of 
nearly  22  percent.  This  recommendation  is  consistent  with  the  American  Diabetes 
Association,  the  Joslin  Institute,  and  the  NIDDK  professional  judgment  budget — 
$835.2  million. 

To  continue  valuable  research  toward  identifying  the  genes  that  cause  diabetes, 
JDF  strongly  urges  Congress  to  provide  a  special  appropriation  of  $23  million  for 
fiscal  year  1994— $23  million. 

We  also  recommend  that  Congress  provide  $60  million  in  new  monies  for  the  Na- 
tional Diabetes  Control  Program  within  the  Centers  for  Disease  Control  and  Preven- 
tion bringing  the  total  level  of  funding  up  to  $69.5  million  for  fiscal  year  1994,  in- 
cluding at  least  $55.2  million  for  direct  support  to  CDC's  State  Diabetes  Control 
Programs — $69.5  million. 

Senator  Inouye.  Thank  you  very  much,  Ms.  Moore. 

As  a  representative  of  the  State  of  Hawaii,  I  have  special  con- 
cerns. As  you  know,  the  incidence  of  diabetes  among  native  Hawai- 
ians  is  about  130  percent  higher  than  the  national  average,  and  for 
death  rate  as  a  result  from  diabetes  222  percent  higher  than  the 
national  average,  so  we  are  personally  concerned  about  that. 

Am  I  correct  that  there  are  over  15  million  Americans  afflicted 
with  this  disease? 

Ms.  Moore.  14  million. 

Senator  Inouye.  14  million.  Well,  I  think  $7  million  is  just  too 
piddling  an  amount. 

Ms.  Moore.  I  know,  but  we  will  take  it,  sir. 

Senator  Inouye.  You  will  take  more  than  that,  will  you  not? 

Ms.  Moore.  I  will. 

Senator  Inouye.  We  will  do  our  best,  I  assure  you  of  that. 

Ms.  Moore.  Thank  you  very  much. 

STATEMENT  OF  LAWRENCE  C.  GLOECKLER  VOCATIONAL  AND  EDU- 
CATIONAL SERVICES  FOR  INDIVIDUALS  WITH  DISABILITDES 

Senator  Inouye.  Now  may  I  call  on  Mr.  Gloeckler.  Am  I  correct? 

Mr.  Gloeckler.  That  is  correct,  Mr.  Chairman. 

Thank  you  very  much  for  the  opportunity  to  present  comments 
regarding  the  basic  States  services  grants  for  vocational  rehabilita- 
tion services. 

I  am  deputy  commissioner  for  the  New  York  State  Education  De- 
partment, so  my  testimony  will  focus  on  New  York  State's  perspec- 
tive regarding  the  program.  However,  the  Council  of  State  Admin- 
istrators of  Vocational  Rehabilitation  concurs  with  my  remarks  and 
has  submitted  written  testimony  regarding  recommendations  for 
funding  of  the  vocational  rehabilitation  program. 
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We  are  asking  the  State  grant  program  be  funded  at  $2.5  billion. 
The  Coalition  For  Citizens  With  Disabilities,  which  is  made  up  of 
all  the  major  organizations  representing  people  with  disabilities, 
joins  us  in  this  request. 

Last  year,  you  reauthorized  the  Rehabilitation  Act  and  you  sub- 
stantially changed  that  program.  I  cannot  emphasize  enough  how 
much  that  program  has  changed.  There  is  a  presumption  now  that 
anyone  with  a  disability  can  work. 

That,  in  conjunction  with  the  Americans  With  Disabilities  Act 
and  changes  in  the  Individuals  With  Disabilities  Education  Act  has 
substantially  altered  the  expectations  and  aspirations  of  people 
with  disabilities  and  their  families  in  this  country. 

The  result  is  that  many  more  individuals  with  disabilities  will 
appropriately  expect  to  be  part  of  the  American  work  force,  will  be 
eligible  for  rehabilitation  services,  and  will  seek  to  gain  meaningful 
employment  and  live  independently  in  their  communities. 

As  a  result  of  these  changes,  States  will  be  expected  to  serve 
more  people,  and  they  will  have  more  diverse  and  complex  needs 
than  people  we  have  served  in  past  years,  and  again  I  want  to  em- 
phasize, New  York  State  heartily  endorses  the  changes  that  were 
made. 

We  in  New  York  are  in  the  midst  of  a  fundamental  reform  of  our 
system  which  parallels  the  changes  in  the  Rehabilitation  Act,  and 
I  think  our  experience  can  be  a  good  predictor  of  what  is  ahead  for 
the  Nation. 

In  the  past  3  years,  our  office  has  seen  referrals  from  other  agen- 
cies increase  by  58  percent.  Direct  applications  from  people  with 
disabilities  have  increased  by  almost  70  percent.  Overall,  we  have 
experienced  a  growth  of  54  percent  in  individuals  being  provided 
services,  and  that  is  good,  because  that  is  our  job. 

At  the  same  time  last  year,  during  one  of  the  toughest  economies 
New  York  State  has  ever  faced,  we  set  new  records  for  people 
served  and  people  placed  in  jobs.  More  than  12,000  New  Yorkers 
were  placed  in  jobs  through  the  rehabilitation  system  this  past 
year. 

Almost  all  of  these  individuals  had  been  unemployed  when  they 
came  to  ask  for  our  assistance.  More  than  3,000  were  receiving 
public  assistance.  Most  were  dependent  on  other  publicly  funded 
systems. 

When  they  left  our  program,  these  individuals  were  collectively 
earning  more  than  $100  million  a  year.  In  addition,  their  employ- 
ment resulted  in  savings  of  more  than  $7  million  annually  in  public 
assistance  just  in  New  York  State. 

Independent  studies  of  the  benefits  of  placing  individuals  with 
disabilities  in  jobs  confirm  New  York  State's  experience.  These 
studies  show  that  for  every  dollar  used  to  prepare  a  person  to 
work,  when  they  did  become  employed,  $7  to  $10  was  returned  to 
tax  revenues.  Even  for  the  most  severely  disabled  who  might  need 
continuing  support,  the  amount  of  services  needed  after  employ- 
ment dropped  to  27  percent  of  those  originally  required. 

If  this  program  is  adequately  funded,  we  will  experience  a  sig- 
nificant savings  in  public  assistance  and  these  persons  will  contrib- 
ute to  tax  revenues  and  stimulate  the  economy  through  their 
spending. 
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The  priority  of  Congress  is  economic  development  and  the  provi- 
sion of  meaningful  jobs  for  this  Nation's  citizens.  People  with  dis- 
abilities must  be  a  part  of  this  priority.  This  program  represents 
investment  which  will  help  people  become  independent,  reduce  the 
cost  of  other  programs,  and  put  people  to  work  on  the  tax  rolls. 

PREPARED  STATEMENT 

We  are  asking  you  to  increase  resources  to  this  program  not  only 
because  it  is  the  right  thing  to  do,  and  we  believe  it  is,  but  also 
to  make  a  sound  investment  in  the  economic  future  of  our  country. 
This  program  very  much  needed  the  overhaul  it  received  in  last 
year's  reauthorization.  Now  it  needs  the  resources  it  will  take  to 
realize  the  promise  of  the  statute,  which  is  meaningful  employment 
and  a  productive  life  for  our  citizens  who  happen  to  have  a  disabil- 
ity. 

Thank  you  very  much. 

[The  statement  follows:] 

Statement  of  Lawrence  C.  Gloeckler 

Thank  you  for  the  opportunity  to  present  testimony  regarding  the  basic  State 
services  grants  for  vocational  rehabilitation  services.  I  am  the  Deputy  Commissioner 
of  the  Office  of  Vocational  and  Educational  Services  for  Individuals  with  Disabilities 
(VESID),  New  York  State  Education  Department.  My  testimony  will  focus  on  New 
York  State's  perspective  regarding  this  program.  The  Council  of  State  Administra- 
tors of  Vocational  Rehabilitation,  made  up  of  chief  administrators  of  the  public 
agencies  providing  rehabilitation  services  to  persons  with  disabilities  in  the  fifty 
states,  the  District  of  Columbia,  and  the  territories,  concurs  with  my  remarks.  The 
Council  has  submitted  written  testimony  regarding  our  recommendations  for  fund- 
ing of  the  vocational  rehabilitation  program. 

With  the  enactment  of  the  1992  Amendments,  the  Rehabilitation  Act  has  been 
substantially  changed.  The  theme  of  the  Act  has  taken  a  new  direction.  We  in  New 
York  heartily  endorse  this  new  direction.  There  is  a  presumption  that  anyone  with 
a  disability  can  work.  That,  in  conjunction  with  the  ADA  and  changes  in  IDEA,  has 
substantially  altered  the  expectations  and  aspirations  of  people  with  disabilities  and 
their  families.  The  result  is  that  many  more  individuals  with  disabilities  will  appro- 
priately expect  to  be  part  of  the  American  work  force,  will  be  eligible  for  rehabilita- 
tion services  and  will  seek  to  gain  meaningful  employment  and  live  independently 
in  their  communities. 

Also,  as  a  result  of  these  changes,  States  can  expect  to  serve  more  people  and  that 
these  people  will  have  more  diverse  and  complex  needs  than  people  we  have  served 
in  past  years. 

New  York  State  began  this  process  of  change  in  1989,  with  the  following  results. 
In  the  past  three  years,  our  office  has  seen  referrals  from  other  agencies  increase 
by  58  percent;  direct  applications  have  increased  by  almost  70  percent.  Overall, 
we've  experienced  a  growth  of  54  percent  in  individuals  being  provided  services.  At 
the  same  time  last  year,  during  one  of  the  toughest  economies  ever,  we  set  new 
records  for  people  served  and  people  placed.  More  than  12,000  New  Yorkers  were 
placed  in  jobs  through  the  rehabilitation  system. 

Almost  all  of  these  individuals  had  been  unemployed  when  they  came  to  our  office 
for  assistance.  More  than  3,000  were  receiving  public  assistance.  Most  were  depend- 
ent on  other  publicly  funded  systems.  When  they  left  our  program,  these  individuals 
were  earning  a  total  of  more  than  $100  million  a  year.  In  addition,  their  employ- 
ment resulted  in  savings  of  $7  million  annually  in  public  assistance. 

Independent  studies  of  the  benefits  of  placing  individuals  with  disabilities  in  jobs 
confirm  New  York  State's  experience.  These  studies  show  that  for  every  dollar  used 
to  prepare  a  person  to  work,  $7  to  $10  was  returned  to  tax  revenues.  Even  for  the 
most  severely  disabled  who  might  need  continuing  support,  the  amount  of  services 
needed  after  employment  dropped  to  27  percent  of  those  originally  required. 

If  these  programs  are  adequately  funded,  we  will  experience  a  significant  savings 
in  public  assistance  and  these  persons  will  contribute  to  tax  revenues  and  stimulate 
the  economy  through  their  spending.  The  priority  of  Congress  appears  to  be  eco- 
nomic development  and  the  creation  of  meaningful  jobs  for  this  nation's  citizens. 
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This  program  represents  an  investment  which  will  help  people  become  independent, 
reduce  the  costs  of  other  programs,  and  put  people  to  work  and  on  the  tax  rolls. 
We  are  asking  you  to  give  more  money  to  this  program  not  only  because  it's  the 
right  thing  to  do,  which  it  is,  but  also  to  make  a  sound  investment  in  the  economic 
future  of  our  country, 

This  investment  is  good  for  the  economy,  it's  good  for  business,  and  it's  good  for 
people.  Thank  you. 

Senator  Inouye.  I  thank  you  very  much,  sir.  I  am  certain  you  are 
aware  that  the  chairman  of  this  committee,  Senator  Harkin,  is  the 
author  of  the  Americans  With  Disabilities  Act.  And  so  you  can  be 
assured  that  he  wanted  to  be  here  to  receive  your  testimony  in  per- 
son, but  prior  commitments  made  this  impossible.  He  has  author- 
ized me  to  tell  you  that  he  will  do  his  very  best. 

Mr.  Gloeckler.  Thank  you  very  much. 

STATEMENT  OF  ROBERT  J.  GUMNIT,  JR.,  M.D.,  NATIONAL  ASSOCIA- 
TION OF  EPILEPSY  CENTERS 

Senator  Inouye.  And  now  may  I  call  on  Dr.  Robert  J.  Gumnit. 

Dr.  GUMNIT.  Mr.  Chairman,  I  am  Dr.  Robert  J.  Gumnit.  I  am 
president  of  MINCEP  Epilepsy  Care,  a  comprehensive  epilepsy  cen- 
ter in  Minneapolis.  I  am  here  today  in  my  capacity  as  the  president 
of  the  National  Association  of  Epilepsy  Centers,  or  NAEC,  an  orga- 
nization representing  over  50  specialized  epilepsy  centers  in  the 
United  States. 

Some  9  percent  of  the  people  of  the  United  States  have  a  seizure 
some  time  in  their  life.  Epilepsy  is  a  common  and  chronic  disorder 
of  the  brain,  with  over  2  million  Americans  taking  medicine  on  any 
given  day.  Each  year  about  100,000  are  newly  diagnosed  with  epi- 
lepsy, and  more  than  two-thirds  of  these  are  under  the  age  of  20. 

Many  of  these  people  live  normal  lives  because  they  have  been 
helped  to  live  well  with  their  medical  condition.  Approximately  20 
percent  of  the  patients  with  epilepsy  do  not  attain  an  adequate 
level  of  seizure  control,  despite  appropriate  care  from  their  doctors 
at  home.  Their  seizure  disorders  are  characterized  as  intractable. 

For  these  patients  a  referral  to  a  comprehensive  epilepsy  center 
may  be  appropriate.  At  the  center,  a  multidisciplinary  team  of  phy- 
sicians, psychologists,  nurses,  and  social  workers  evaluate  patients 
and  determine  the  most  effective  medical  or  surgical  treatment 
plan. 

This  year,  NAEC  has  three  priority  recommendations  for  fiscal 
year  1994  appropriation.  First,  due  to  the  critical  need  for  clinical 
practice  guidelines  to  assist  physicians  and  their  patients  to  make 
decisions  about  appropriate  care,  we  ask  the  subcommittee  to  pro- 
vide full  funding  and  the  required  staffing  for  guideline  develop- 
ment carried  out  by  the  Agency  for  Health  Care  Policy  and  Re- 
search. In  addition,  NAEC  would  like  to  see  the  Agency  move  for- 
ward on  collaborative  efforts  with  private  organizations  such  as 
ours,  to  allow  for  an  expeditious  means  to  carry  out  guideline  -  - 
velopment  in  the  field  of  epilepsy  treatment. 

NAEC,  the  Epilepsy  Foundation  of  America,  the  American  Acad- 
emy of  Neurology,  and  the  American  Epilepsy  Society  are  joining 
forces  to  see  that  clinical  practice  guidelines  on  the  evaluation  and 
early  intervention  of  patients  with  epilepsy  are  developed.  The 
guidelines  will  address  three  critical  areas:  the  initial  seizure,  the 
management  of  controlled  epilepsy,  and  the  identification  of  spe- 
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cialized  treatment  for  uncontrolled  or  intractable  epilepsy.  These 
guidelines  will  assist  all  health-care  practitioners  to  care  for  pa- 
tients with  epilepsy,  including  primary  care  physicians,  and  will  be 
of  great  value  to  patients  and  their  families. 

Second,  NAEC  requests  that  the  Centers  for  Disease  Control  and 
Prevention  work  with  the  epilepsy  community  to  develop  appro- 
priate prevention  education  strategies  to  enhance  health-care  pro- 
viders' and  consumers'  knowledge  of  the  benefits  of  early  interven- 
tion for  people  with  epilepsy. 

For  decades,  CDC  has  provided  expertise  and  resources  to  define 
public  health  issues  and  to  develop  and  implement  public  health 
education  interventions.  An  effective  epilepsy  public  health  pro- 
gram would  involve  CDC  surveillance  and  epidemiologic  investiga- 
tions. Resources  could  be  provided  by  CDC  to  State-based  interven- 
tion programs.  These  programs  would  establish  an  effective  public 
health  infrastructure  to  support  selected  educational  and  other 
community  approaches  to  reduce  the  burden  of  epilepsy. 

PREPARED  STATEMENT 

Finally,  NAEC  and  the  Epilepsy  Foundation  of  America  ask  the 
subcommittee  to  approve  a  $300  million  increase  to  the  National 
Institute  of  Neurological  Disorders  and  Stroke  to  meet  the  research 
goals  of  the  implementation  plan  of  the  Decade  of  the  Brain.  At  a 
minimum,  we  would  request  that  the  subcommittee  not  reduce  the 
NINDS  budget  by  the  1.6  percent  included  in  the  President's  budg- 
et. While  we  understand  the  need  for  deficit  reduction,  these  fund- 
ing levels  will  thwart  research  programs  that  will  lead  to  safer  and 
more  effective  treatments. 

Thank  you  and  I  am  happy  to  answer  any  questions. 

[The  statement  follows:] 

Statement  of  Robert  J.  Gumnit,  Jr. 

Mr.  Chairman  and  Members  of  the  Subcommittee,  I  am  Dr.  Robert  J.  Gumnit, 
President  of  MINCEP  Epilepsy  Care,  a  comprehensive  epilepsy  center  in  Minneapo- 
lis, Minnesota  and  Clinical  Professor  of  Neurology  and  Neurosurgery  at  the  Univer- 
sity of  Minnesota.  I  am  here  today  in  my  capacity  as  the  President  of  the  National 
Association  of  Epilepsy  Centers  (NAEC),  an  organization  representing  over  50  spe- 
cialized epilepsy  centers  in  the  U.S. 

The  National  Association  of  Epilepsy  Centers  has  three  priority  recommendations 
for  the  fiscal  year  1994  appropriations: 

One,  due  to  the  critical  need  for  clinical  practice  guidelines  in  assisting  physicians 
and  their  patients  in  making  decisions  about  appropriate  care  for  different  health 
conditions  and  particularly  for  the  evaluation  and  early  intervention  of  patients 
with  epilepsy;  provide  full  funding  and  the  required  staffing  for  the  programs  car- 
ried out  by  the  Agency  for  Health  Care  Policy  and  Research  (AHCPR);  and  encour- 
age further  collaborative  efforts  with  private  professional  and  medical  lay  organiza- 
tions to  allow  for  an  expeditious  means  to  carry  out  the  AHCPR  process  for  guide- 
line development  in  the  field  of  epilepsy  treatment. 

Two,  request  that  the  Centers  for  Disease  Control  and  Prevention  work  with  the 
epilepsy  community  to  develop  appropriate  prevention  education  strategies  to  en- 
hance health  care  providers'  and  consumers'  knowledge  of  the  benefits  of  early  inter- 
vention for  people  with  epilepsy. 

Three,  provide  a  $300  million  increase  to  the  National  Institute  of  Neurological 
Disorders  and  Stroke  (NINDS)  to  meet  the  research  goals  of  the  Implementation 
Plan  of  the  Decade  of  the  Brain. 

Epilepsy  is  a  common  and  chronic  disorder  of  the  brain,  afflicting  approximately 
2.4  million  Americans.  Epilepsy  is  caused  by  neurologic  injury  or  a  structural  brain 
lesion  and  characterized  by  the  tendency  to  have  recurrent  seizures.  Nine  percent 
of  the  population  will  have  a  single  seizure  sometime  in  their  life  and  require  medi- 
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cal  attention.  Each  year  about  100,000  people  are  diagnosed  with  epilepsy,  and  more 
than  two  thirds  of  them  are  younger  than  20. 

Approximately  20  percent  of  epilepsy  patients  do  not  attain  an  adequate  level  of 
seizure  control  despite  appropriate  care  by  general  neurologists  or  epileptologists. 
Their  seizure  disorders  are  characterized  as  "intractable."  For  these  patients  a  refer- 
ral to  a  comprehensive  epilepsy  center  may  be  appropriate.  At  the  center  a  multi- 
disciplinary  team  of  neurologists,  neurosurgeons,  psychiatrists,  psychologists,  social 
workers  and  nurses  will  evaluate  patients  first  on  an  outpatient  basis  and  a  sub- 
stantial number  will  then  be  admitted  to  the  hospital  for  a  1  to  3  week  comprehen- 
sive evaluation  involving  video/EEG  monitoring,  cognitive  testing  and  other  diag- 
nostic procedures  to  determine  the  most  effective  medical  or  surgical  treatment 
plan. 

I.  AHCPR — DEVELOPING  PRACTICE  GUIDELINES  FOR  EPILEPSY 

The  major  consumer,  treatment  and  research  organizations  dedicated  to  improv- 
ing the  care  and  treatment  of  people  with  epilepsy  are  joining  forces  to  see  that  clin- 
ical practice  guidelines  on  the  evaluation  and  early  intervention  of  patients  with  epi- 
lepsy are  developed.  These  organizations,  NAEC,  the  Epilepsy  Foundation  of  Amer- 
ica, American  Academy  of  Neurology,  and  the  American  Epilepsy  Society  have 
agreed  to  this  joint  effort  with  the  intent  of  following  the  AHCPR  process  as  the 
best  means  to  develop  valid  and  credible  guidelines.  AHCPR  establishes  a  broad 
based  panel  seeking  its  membership  from  a  variety  of  parties  including  practitioners 
and  consumer  organizations  to  consider  the  scientific  evidence,  weigh  the  con- 
sequences of  different  options,  make  and  justify  final  recommendations  and  prepare 
final  documents  in  several  different  formats  for  use  by  practitioners  and  consumers. 

We  are  interested  in  developing  practice  guidelines  that  address  the  three  critical 
areas  of  epilepsy  treatment:  (1)  the  initial  seizure,  (2)  the  management  of  controlled 
epilepsy,  and  (3)  the  identification  of  and  specialized  treatment  for,  uncontrolled  or 
intractable  epilepsy.  These  guidelines  will  assist  all  practitioners  caring  for  patients 
with  epilepsy,  including  primary  care  physicians,  neurologists  as  well  as  profes- 
sionals in  nursing,  psychology  and  social  work.  Guidelines  will  also  be  of  great  value 
to  patients  and  their  families  providing  information  to  allow  them  to  ask  questions 
of  providers  and  to  better  know  what  to  expect  from  treatment. 

Historically  AHCPR  has  fully  funded  the  guidelines  that  it  has  developed  and  the 
agency's  agenda  for  future  guidelines  is  already  set  for  the  next  two  years.  AHCPR 
is  considering  mechanisms  to  jointly  fund  practice  guideline  development  with  other 
private  organizations  utilizing  the  agency's  process.  Due  to  the  importance  and  need 
for  guidelines  in  the  epilepsy  area  specifically,  it  is  important  that  the  staffing  re- 
ductions included  in  the  Administration's  budget  be  rejected  and  that  AHCPR  be  en- 
couraged to  develop  collaborative  arrangements  in  an  expeditious  manner. 

II.  CDC — OUTREACH  EFFORTS  TO  PROMOTE  EARLY  INTERVENTION 

NAEC  has  begun  to  explore  with  CDC,  prevention  education  strategies  to  enhance 
health  care  providers'  and  consumers'  knowledge  of  the  benefits  of  early  interven- 
tion in  the  treatment  of  epilepsy.  Since  most  persons  with  epilepsy  are  young  the 
potential  for  them  to  lead  productive  and  independent  lives  is  very  high  if  the  chron- 
ic symptoms  of  epilepsy  are  managed  early  through  precise  diagnosis  and  effective 
medical  as  well  as  psycho/social  treatment.  Unfortunately,  access  to  comprehensive 
epilepsy  centers  where  these  specialized  services  are  provided  is  limited  for  patients 
served  by  Medicaid  and  other  publicly  funded  health  programs. 

NAEC  is  encouraged  and  wants  to  build  upon  the  CDC's  past  experience  in  pro- 
moting screening  for  breast  and  cervical  cancer  and  in  childhood  immunization  and 
believe  the  epilepsy  community  can  benefit  from  a  similar  effort.  The  development 
of  educational  materials,  public  service  announcements,  regional  workshops  for  state 
health  officers  and  community  outreach  efforts  can  be  effective  in  getting  out  the 
message  of  the  importance  of  early  intervention. 

III.  NINDS — ENHANCE  RESEARCH  IN  SEVERE  OR  INTRACTABLE  EPILEPSY 

On  behalf  of  NAEC  and  the  Epilepsy  Foundation  of  America  (EFA),  I  would  also 
like  to  express  concern  about  the  1.6  percent  reduction  in  research  funding  for  the 
National  Institute  of  Neurological  Disorders  and  Stroke  (NINDS)  in  the  Administra- 
tion's budget  for  fiscal  year  1994.  Under  this  plan,  the  epilepsy  research  budget 
would  fall  from  $46  million  in  fiscal  year  1993  to  just  under  $45  million  in  fiscal 
year  1994.  While  we  understand  the  need  for  deficit  reduction,  these  funding  levels 
will  thwart  research  progress  that  has  led  to  safer,  more  effective  treatments. 
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Medical  research  has  greatly  improved  the  quality  of  life  for  persons  with  epilepsy 
and  their  families.  The  development  of  anti-seizure  medications  over  the  past  few 
decades,  as  well  as  the  more  recent  advent  of  improved  surgical  techniques,  has  en- 
abled many  people  with  the  condition  to  lead  independent  and  productive  lives. 
After  15  years  in  which  no  new  anti-seizure  medications  have  been  introduced,  the 
FDA  has  recently  approved  three  new  drugs  in  which  the  NINDS  Anti-epileptic 
Drug  Development  program  played  a  critical  role. 

More  research  is  needed  focusing  on  children  and  adults  with  intractable  epilepsy. 
For  example,  basic  molecular  neurobiology  research  being  developed  in  several  areas 
may  lead  to  a  whole  new  generation  of  more  effective  and  less  toxic  anti-seizure 
medications.  Another  area  with  great  potential  is  the  genetics  of  epilepsy.  Within 
the  past  two  years,  researchers  have  found  evidence  linking  juvenile  myoclonic  epi- 
lepsy— a  very  severe  form  of  epilepsy — to  a  specific  chromosomal  region. 

We  join  the  NINDS  Advisory  council,  in  recommending  an  appropriation  of  $900 
million  in  fiscal  year  1994  for  the  Institute  to  achieve  the  research  goals  of  the  Im- 
plementation Plan  for  the  Decade  of  the  Brain.  This  funding  level  would  restore  the 
reduction  in  the  President's  budget  and  provide  for  a  needed  $300  million  increase 
in  neurological  research. 

Senator  Inouye.  Thank  you  very  much,  Dr.  Gumnit.  Do  you  also 
have  a  problem  of  access  for  patients  with  epilepsy? 

Dr.  GUMNIT.  We  have  a  major  problem.  Unfortunately,  what 
tends  to  happen  is  that  people  become  disabled  from  their  epilepsy 
and  exhaust  whatever  health  insurance  benefits  they  or  their  fam- 
ily may  have,  and  become  recipients  of  Medicaid  or  even  Medicare 
help  because  they  have  become  totally  disabled.  By  that  time  they 
have  also  become  totally  demoralized,  and  we  really  need  to  inter- 
vene early  and  use  the  systems  that  exist  to  prevent  that  total  dis- 
ability that  is  occurring  because  they  are  impaired  only  a  few  min- 
utes a  year. 

Senator  Inouye.  And  I  gather  that  about  15  million  Americans 
are  afflicted  with  this  problem. 

Dr.  Gumnit.  It  is  interesting  because  people  tend  to  hide  it.  We 
know  that  over  2  million  Americans  are  taking  antiepileptic  medi- 
cations on  any  given  day.  We  also  know  that  24  million  Americans 
will  have  a  seizure  some  time  in  their  life.  And  if  you  look  at  the 
psychological  burden  someone  carries,  they  have  had  one  seizure 
and  they  are  waiting  for  the  other  shoe  to  drop.  If  you  want  to  play 
a  numbers  game,  it  is  24  million  Americans. 

Senator  Inouye.  I  see.  I  thank  you  very  much,  Dr.  Gumnit. 

Dr.  Gumnit.  Thank  you,  sir. 

Senator  Inouye.  May  I  request  a  recess  for  2  minutes.  I  will  be 
right  back. 

[A  brief  recess  was  taken.] 

STATEMENT  OF  GREGORY  PAWLSON,  M.D.,  MPH,  AMERICAN  COLLEGE 
OF  PREVENTIVE  MEDICINE,  THE  ASSOCIATION  OF  TEACHERS  OF 
PREVENTrVE  MEDICINE 

Senator  Inouye.  Shall  we  get  back  to  our  business.  And  now  may 
I  call  upon  the  representative  of  the  American  College  of  Preven- 
tive Medicine,  Dr.  Gregory  Pawlson. 

Dr.  Pawlson. 

Dr.  Pawlson.  Thank  you.  I  am  a  general  internist  and  geriatri- 
cian who  specializes  in  preventive  medicine,  and  I  am  representing 
the  two  organizations  that  you  mentioned. 

While  I  was  grappling  last  week  with  the  problem  of  how  to  con- 
dense our  written  statement  on  preventive  medicine  into  3  min- 
utes, I  happened  to  glance  at  last  season's  George  Washington  Uni- 
versity basketball  schedule,  which  was  sitting  on  my  desk.  I  am  a 
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faculty  member  at  that  institution  and  I  became  an  avid  fan  of  this 
basketball  team  which  went  from  1  and  27,  2  years  ago,  to  the 
NCAA  sweet  16  this  year.  I  was  sort  of  thinking  about  these  two 
things  at  the  same  time.  I  thought  of  an  analogy  between  basket- 
ball teams  and  our  health-care  system  that  helped  me,  and  I  hope 
will  help  you,  place  issues  facing  us  in  a  new  context. 

Our  health-care  system  team  clearly  charges  the  highest  price  for 
a  ticket  to  get  in,  approaching  $3,000  per  capita  per  year.  And  we 
have,  by  most  standards,  the  world's  most  talented  players  and 
best  arenas.  By  most  judgments,  our  physicians,  nurses,  and  hos- 
pitals are  world  class  in  what  could  be  called  the  offensive  phase. 
That  is,  treating  acute  problems  and  injuries  after  they  occur. 

Unfortunately,  our  overall  record  is  not  commensurate  with  our 
talent  or  expenditures.  We  do  not  even  make  the  round  of  64  in 
many  areas  of  health  care  affecting  every  group  of  our  society. 

Our  infant  mortality  rate  remains  at  nearly  10  per  1,000  live 
births  overall,  and  double  that  in  both  African  Americans  and  na- 
tive Americans,  something  that  is  clearly  above  other  comparable 
countries. 

Among  teenagers,  our  rates  of  teenage  drinking,  smoking,  drug 
use,  pregnancy,  and  death  from  suicide  and  homicide  are  clearly 
excessive  compared  to  those  of  other  countries. 

In  young  and  middle  aged  adults,  the  spread  of  AIDS,  the  contin- 
ued use  of  tobacco  and  death  from  alcoholism  and  violence  remain 
substantial  problems. 

And  then  finally  in  our  senior  citizens,  for  whom  I  care,  the 
screening  for  breast  cancer  and  cervical  cancer,  proper  exercise  and 
nutrition,  and  the  use  of  highly  effective  vaccines  against  influenza 
and  pneumococcal  pneumonia  remain  at  unacceptably  low  levels. 

How  can  we  be  the  most  expensive  and  have  so  much  talent,  and 
yet  fall  so  short  of  expectations?  Those  of  us  in  preventive  medicine 
would  suggest  that  our  players — the  physicians,  nurses,  and  other 
providers — lack  the  knowledge  and  skill  to  play  good  defense.  That 
is,  they  are  not  trained  in  preventive  medicine  to  the  level  required 
to  turn  our  health-care  system  around. 

Not  only  are  our  players  short  in  their  preventive  skills,  but  our 
whole  system  lacks  a  coherent  approach  to  prevention,  which  like 
any  good  defense  is  not  nearly  as  exciting  as  a  slam  dunk  like  a 
heart  transplant  by  a  cardiac  surgeon,  but  may,  if  done  right,  obvi- 
ate the  need  for  last  second  heroic  surgery. 

Those  of  us  who  specialize  in  preventive  medicine  and  its 
branches  of  occupational,  aerospace,  general  preventive  medicine, 
and  public  health,  are  involved  in  patient  care  mostly  as  general 
internists,  general  pediatricians,  or  family  practitioners,  and  in 
teaching,  research,  and  administration  related  to  prevention.  We 
are  teachers  in  health  professional  schools,  or  many  of  us  are  in- 
volved in  public  agencies  such  as  State  and  local  health  depart- 
ments, in  designing  and  implementing  programs  in  prevention  and 
public  health. 

Others  of  us,  using  research  skills  such  as  epidemiology,  study 
illness  in  its  various  forms  in  groups  in  our  society.  In  other  words, 
focusing  on  how  to  improve  the  accountability  in  our  health-care 
system.  In  terms  of  the  analogy  that  I  used,  we  are  the  defensive 
coordinators,  in  a  sense  studying  the  opposition  of  disease,  devising 
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strategies  to  approach  it,  and  teaching  basic  skills  in  the  preven- 
tion area. 

Despite  repeated  studies  that  document  the  need  for  more  physi- 
cians and  others  trained  in  preventive  medicine,  of  the  more  than 
$4  billion  a  year  that  the  Federal  Government  spends  in  one  form 
or  another  on  health  professions  education  and  training,  through 
the  VA,  through  the  Medicare  Program,  and  through  the  Public 
Health  Service,  only  $7.3  million,  or  less  than  two-tenths  of  1  per- 
cent, were  spent  in  all  training  in  public  health  and  preventive 
medicine,  and  only  $1.6  million  directly  on  preventive  medicine 
residency  training  programs.  Since  our  residents  are  community 
based  and  at  ambulatory  care  sites  or  in  community  agencies,  they 
receive  essentially  no  support  from  the  Medicare  and  VA  hospital 
oriented  graduate  medical  education  payments. 

Thus,  I  ask  your  full  support  for  the  modest  increase  proposed 
by  the  administration  in  the  appropriation  for  training  in  public 
health  and  preventive  medicine.  Our  written  statement  contains 
some  additional  recommendations  for  the  Centers  for  Disease  Con- 
trol and  for  occupational  medicine. 

PREPARED  STATEMENT 

I  want  to  thank  you  for  giving  me  this  opportunity  to  present  to 
the  subcommittee,  and  also  for  your  own  past  efforts,  and  those  I 
know  of  a  number  of  others  on  this  subcommittee,  in  trying  to  help 
to  move  prevention  into  the  forefront  of  the  health-care  system. 

Thank  you  very  much. 

[The  statement  follows:] 

Statement  of  L.  Gregory  Pawlson 

The  American  College  of  Preventive  Medicine  is  the  national  medical  specialty  so- 
ciety of  physicians  whose  primary  interest  and  expertise  are  in  preventive  medicine 
and  public  health.  Our  members  work  in  public  health  and  community  agencies,  in 
clinical  medicine,  in  industry,  and  in  academia.  The  Association  of  Teachers  of  Pre- 
ventive Medicine  is  the  professional  organization  of  academic  departments,  faculty, 
and  others  concerned  with  teaching  preventive  medicine.  These  organizations  join 
in  urging  a  renewed  commitment  to  training  physicians  in  preventive  medicine. 

Leadership  in  prevention  will  be  crucial  to  the  success  of  reforms  in  our  health 
care  system.  Physicians  trained  in  preventive  medicine  have  the  knowledge  and 
skills  to  create  in  health  care  organizations  an  environment  that  fosters  and  empha- 
sizes prevention.  They  have  demonstrated  competence  in  the  complex  quantitative 
planning  and  evaluation  skills  that  will  be  necessary  to  assure  efficiency  and  ac- 
countability in  new  health  systems.  However,  the  institutions  that  produce  these 
leaders  are  suffering,  and  cannot  meet  the  changing  needs  of  our  health  workforce 
without  more  support. 

What  is  preventive  medicine? — Prevention,  in  its  broadest  sense,  is  practiced  by 
all  physicians  and  other  health  professionals  who  help  their  patients  stay  healthy. 
Preventive  medicine,  however,  also  is  a  distinct  medical  specialty,  one  of  the  25  rec- 
ognized by  the  American  Board  of  Medical  Specialties.  It  encompasses  general  pre- 
ventive medicine,  public  health,  occupational  medicine,  and  aerospace  medicine.  Pre- 
ventive medicine  is  the  only  medical  specialty  focussed  on  the  overall  health  of  the 
community.  The  specialty  is  based  on  our  knowledge  that  promoting  health  and  pre- 
venting disease  require  work  with  both  individuals  and  communities.  Working  with 
large  population  groups,  as  well  as  with  individual  patients,  specialists  in  preven- 
tive medicine  seek  to  understand  the  risks  of  disease,  disability  and  death  and  to 
reduce  or  eliminate  these  risks. 

What  do  physicians  trained  in  preventive  medicine  do? — Preventive  medicine  spe- 
cialists have  a  strong  record  of  leadership  and  accomplishment  in  public  health,  and 
in  contributing  to  the  Year  2000  Health  Objectives  for  the  Nation,  according  to  a 
national  study  conducted  by  an  independent  contractor  for  the  Centers  for  Disease 
Control  and  the  Health  Resources  and  Services  Administration.  They  initiate  and 
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manage  programs  in  infectious  disease  prevention  and  control,  including  childhood 
immunization,  in  AIDS  and  sexually  transmitted  diseases,  and  in  chronic  disease 
prevention.  Most  preventive  medicine  specialists  also  provide  direct  patient  care,  in 
addition  to  their  other  activities.  Preventive  medicine  specialists  use  scientific  meth- 
ods to  identify  and  remove  health  and  safety  hazards  in  the  workplace  and  in  the 
environment.  They  work  to  improve  preventive  and  primary  care  services  to  under- 
served  and  high  risk  populations. 

Why  do  we  need  more  physicians  trained  in  preventive  medicine? — There  are  cur- 
rently about  3900  physicians  board-certified  in  preventive  medicine.  Every  major 
study  of  national  health  workforce  needs  has  concluded  that  there  is  a  shortage  of 
physicians  trained  in  preventive  medicine.  Most  recently,  the  October  1992  report 
of  the  Council  on  Graduate  Medical  Education  reported  continued  shortages  in  the 
field  and  recommended  increasing  the  percentage  of  physicians  trained  and  certified 
in  preventive  medicine  as  a  national  goal.  Training  more  specialists  in  preventive 
medicine  also  will  contribute  to  training  in  prevention  in  all  the  other  medical  spe- 
cialties, especially  in  primary  care.  The  specialist's  skills  in  population-based  pre- 
vention are  unique,  and  provide  faculty  expertise  for  education  in  prevention  for 
residents  and  medical  students  alike. 

How  are  physicians  trained  in  preventive  medicine? — There  are  81  accredited  pre- 
ventive medicine  residency  programs.  Of  these,  43  offer  training  in  general  preven- 
tive medicine  and  public  health,  35  in  occupational  medicine,  and  3  in  aerospace 
medicine.  In  1989-90,  a  total  of  513  physicians  were  being  trained  in  these  pro- 
grams, including  298  in  general  preventive  medicine/public  health,  155  in  occupa- 
tional medicine,  and  60  in  aerospace  medicine.  Physicians  in  specialties  other  than 
preventive  medicine  may  also  acquire  skills  in  population-based  prevention  by 
studying  in  graduate  programs  in  schools  of  public  health  or  medical  schools.  There 
are  25  accredited  schools  of  public  health  and  12  accredited  graduate  programs  in 
preventive  medicine/public  health  located  in  medical  schools. 

Why  do  we  need  a  federal  subsidy  for  preventive  medicine  training? — Federal 
funds  under  Title  VII  of  the  Public  Health  Service  Act  totalling  $1.6  million  provide 
stipends  for  33  residents  in  13  general  preventive  medicine/public  health  programs. 
The  appropriated  sum  has  remained  essentially  unchanged  for  the  last  eight  years. 

Postgraduate  education  in  preventive  medicine  is  unlike  that  for  any  other  medical 
specialty. — Only  the  first  year  of  training  is  in  hospital-based  clinical  medicine, 
which  is  funded  for  all  first-year  residencies  through  third-party  reimbursement  for 
services.  The  second  and  third  years  in  preventive  medicine  consist  of  academic  and 
field  work.  Residents  study  epidemiology,  biostatistics,  occupational  and  environ- 
mental medicine,  and  health  administration.  They  participate  in  a  broad  range  of 
clinical,  research,  and  administrative  activities,  almost  always  in  settings  for  which 
these  activities  are  non-reimbursable.  Therefore,  most  preventive  medicine  resi- 
dency programs  do  not  receive  funds  from  Medicare  or  other  traditional  sources  of 
graduate  medical  education  funding.  After  their  residency  training,  many  of  these 
physicians  go  on  to  practice  in  the  public  sector,  where  levels  of  compensation  are 
appreciably  lower  than  those  available  in  other  medical  specialties. 

Federal  support  is  crucial  to  the  viability  of  preventive  medicine  residency  pro- 
grams.— In  programs  that  have  received  federal  grants,  the  number  of  graduates 
has  more  than  doubled  since  1983.  Conversely,  the  number  of  graduates  of  pro- 
grams that  no  longer  receive  federal  funds  has  decreased  significantly,  and  two  of 
the  programs  shut  down  after  losing  their  grants.  Two  more  residency  programs 
have  closed  this  year.  Funding  from  any  source  is  available  for  only  64  percent  of 
preventive  medicine  residency  positions.  The  remainder  of  the  openings  are  un- 
funded, and  physicians  seeking  this  training  are  turned  away. 

The  Administration  has  proposed  an  increase  in  the  combined  appropriation  for 
preventive  medicine  residencies,  public  health  traineeships,  public  health  special 

f>rojects  and  dental  public  health,  from  $7,265  million  this  year  to  $10,692  million 
or  fiscal  year  1994.  We  realize  that  this  increase  must  come  at  the  expense  of  other 
worthy  programs.  Accordingly,  while  we  believe  that  full  funding  of  these  programs 
is  entirely  justified,  we  are  limiting  our  request  to  that  of  the  Administration,  and 
urge  the  Subcommittee  to  support  this  increase. 

Occupational  medicine  is  the  specialty  area  of  preventive  medicine  concerned  with 
health  and  safety  in  the  workplace.  The  shortage  of  trained  professionals  in  this 
field  also  is  acute,  the  demand  far  exceeding  the  supply.  The  Institute  of  Medicine 
estimated  in  1991  that  the  number  of  active  specialists  in  occupational  medicine  is 
between  1200  and  1500,  while  the  current  need  is  between  3100  and  4700.  However, 
in  1989-90,  only  155  physicians  were  engaged  in  training  in  accredited  residency 

Erograms.  By  contrast,  occupational  disease  and  injury  disable  at  least  three  million 
LS.  workers  annually,  and  cause  over  40,000  deaths.  Many  of  these  disabilities  and 
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deaths  could  be  prevented  by  effective,  professionally-directed  workplace  health  and 
safety  programs. 

The  National  Institute  of  Occupational  Safety  and  Health  (NIOSH)  helps  support 
a  total  of  44  university-based  programs  that  offer  much  of  the  available  professional 
education  in  occupational  safety  and  health  for  physicians  as  well  as  other  health 
professionals.  Fourteen  of  these  programs  are  regional  Educational  Resource  Cen- 
ters that  offer  multidisciplinary  training;  30  others  receive  NIOSH  training  grants 
for  single  disciplines.  Programs  that  train  occupational  medicine  physicians  also  are 
accredited  preventive  medicine  residencies. 

These  programs  are  losing  students  because  of  a  lack  of  financial  support.  The 
NIOSH  training  budget  that  funds  these  programs  decreased  from  $12.9  million  ac- 
tual dollars  in  1980  to  $11.1  million  in  fiscal  year  1993.  This  represents  a  decline 
of  over  60  percent  in  real  dollars.  Therefore,  we  join  these  programs  in  urging  you 
to  appropriate  $25  million  for  the  NIOSH  training  budget.  This  will  enable  a  modest 
restoration  of  lost  ground  for  occupational  health  training  programs. 

The  Centers  for  Disease  Control  and  Prevention  is  the  nation's  premier  agency 
for  disease  prevention  and  health  promotion.  Physicians  working  in  preventive  med- 
icine and  public  health  rely  heavily  on  their  expertise  and  activities.  Through  fund- 
ing of  state  and  local  programs,  research,  training,  and  surveillance,  CDC  has  a 
major  impact  on  every  important  issue  in  prevention.  In  particular,  CDC  plays  a 
critical  role  in  the  training  of  physicians  in  prevention  and  public  health.  The  pro- 
posed increases  in  the  Administration's  budget  are  laudable,  but  they  are  simply  not 
enough.  Compared  to  the  billions  that  are  spent  on  acute  health  care,  our  invest- 
ment in  prevention  continues  to  lag.  The  frightening  increases  in  health  care  costs 
we  have  witnessed  are  not  a  reason  to  cut  back  on  funds  for  prevention.  They  are 
a  reason  to  make  a  large  investment  now.  Given  the  resources,  CDC  can  play  a  crit- 
ical role  in  revitalizing  programs  and  services  that  we  know  will  work  to  reduce 
death  and  disability  in  this  country.  We  join  in  the  funding  recommendation  of  the 
CDC  Coalition  and  the  Coalition  for  Health  Funding  for  these  programs. 

Mr.  Chairman,  the  American  College  of  Preventive  Medicine  and  the  Association 
of  Teachers  of  Preventive  Medicine  are  grateful  for  the  leadership  you  have  given 
in  disease  prevention  and  health  promotion,  and  appreciate  your  kind  attention 
today. 

Recommendations  for  fiscal  year  1994  funding. — Training  in  preventive  medicine 
and  public  health— $10,692  million;  NIOSH  training— $25  million;  and  CDC— $2.5 
billion. 

Senator  Inouye.  Doctor,  you  can  count  on  our  help  because  it 
makes  good  sense.  As  you  have  indicated,  we  have  been  spending 
a  lot  of  money  on  slam  dunkers,  but  not  much  on  defense.  How  do 
we  compare  with  other  countries? 

Dr.  Pawlson.  Well,  unfortunately,  if  you  compare  us  with  other 
countries  who  spend  even  a  comparable  amount,  less  than  we  do 
on  health  care,  we  are  far  below  them  in  the  areas  that  I  men- 
tioned earlier.  We  are  below  them  in  infant  mortality.  We  are 
below  them  in  teenage  drinking.  We  are  below  them  in  the  number 
of  older  persons  that  receive  adequate  screening.  We  just  are  not 
measuring  up  very  well.  We  are  below  some  Third  World  countries 
in  some  statistics,  which  is  just  not  understandable. 

Senator  Inouye.  I  know  we  are  below  Costa  Rica  on  infant  mor- 
tality and  I  believe  slightly  better  than  Iraq. 

Dr.  Pawlson.  Yes;  and  we  are  below,  essentially,  all  the  Western 
European  countries  in  those  areas. 

Senator  Inouye.  Well,  we  will  try  our  best  to  change  those  statis- 
tics. It  is  shameful  and  unacceptable. 

Dr.  Pawlson.  Thank  you. 
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STATEMENTS  OF: 

PETER  W.  THOMAS,  AMERICAN  STATE  OF  THE  ART  PROSTHETIC  ASSO- 
CIATION 
JIM  MacLAREN,  AMPUTEE  COALITION  OF  AMERICA 

Senator  Inouye.  Now  may  I  call  upon  Peter  Thomas,  represent- 
ng  the  American  State  of  the  Art  Prosthetic  Association. 

Dr.  Thomas.  Thank  you  very  much,  Senator.  It  is  with  great 
pleasure  that  Jim  MacLaren  and  I  testify  jointly  today  before  you, 
simply  because  you  have  a  great  deal  of  experience  with  an  issue 
that  we  are  testifying  about. 

Senator  Inouye.  I  am  listening. 

Dr.  Thomas.  As  you  mentioned,  I  am  representing  the  American 
State  of  the  Art  Prosthetic  Association,  which  is  a  group  of 
prosthetists,  orthotists,  and  consumers  interested  in  advancing  the 
state  of  technology  of  artificial  limbs  and  orthopedic  braces.  And 
Jim  is  testifying  on  behalf  of  the  Amputee  Coalition  of  America, 
which  is  a  consumer  group  exclusively  and  has  about  100  different 
support  groups  around  the  country. 

In  1974  I  was  involved  in  a  car  accident  where  I  lost  both  of  my 
legs  below  the  knees.  And  through  a  very  good  rehabilitation  pro- 
gram, a  very  strong  family  and  a  group  of  friends,  and  assistive  de- 
vices or  artificial  limbs,  I  was  able  to  accomplish  many  goals  that 
I  never  thought  possible  lying  in  that  hospital  bed  back  in  1974. 

1  virtually  can  do  any  physical  activity  that  I  please.  I  snow  ski 
and  play  golf  and  do  anything.  My  career  is  advancing  just  fine 
with  the  use  of  these  limbs. 

I  have  taken  the  liberty  of  bringing  a  limb  today  that  I  wore  in 
1977,  as  an  example  of  the  type  of  technology  growth  over  the  past 

2  decades.  This  is  a  fixed  artificial  limb.  It  is  called  a  thigh  corset. 
As  you  can  see,  it  represents  something  akin  to  what  we  might  call 
World  War  II  technology.  It  has  got  a  stiff  ankle  and  what  I  can 
only  describe  as  a  mannequin  type  of  foot. 

The  next  device  I  am  about  to  show  you  represents  something 
that  I  wear  or  very  similar  to  what  I  wear  today,  and  the  cosmetic 
cover  has  been  cut  away  so  that  you  can  see  what  exactly  is  inside 
of  this  device.  As  you  can  see  from  Jim's  demonstration,  it  has  got 
completely  cosmetic  toes  which  are  bouncy  and  provide  a  great  deal 
of  spring  in  one's  step.  It  has  got  a  multiaxial  ankle  which  rotates 
and  allows  the  amputee  to  have  great  more  natural  function  pos- 
sible in  their  artificial  limb. 

And  the  socket  itself,  where  the  artificial  limb  meets  the  human 
residual  limb,  is  designed  in  such  a  way  that  it  is  much  more  flexi- 
ble and  much  more  comfortable  to  the  amputee.  And  with  that  type 
of  technology,  up  there  the  clear  socket,  you  can  see  straight 
through  to  the  pressure  points  and  you  can  determine  exactly  what 
needs  to  be  adjusted  in  the  limb. 

I  show  you  these  simply  to  demonstrate 

Senator  Inouye.  Can  you  walk  barefooted  with  that? 

Dr.  Thomas.  Do  I  walk  barefooted?  Yes. 

Senator  INOUYE.  Without  shoes. 

Dr.  THOMAS.  Surely.  You  can  even  wear  sandals  if  you  choose. 

I  show  you  these  devices  simply  to  demonstrate  the  great  techno- 
logical development  that  has  taken  place  in  the  last  2  decades.  But 
I  also  caution  you  that  this  is  not  where  it  ends,  because  I  still  en- 
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counter  a  great  deal  of  discomfort  and  I  am  still  not  able  to  do  a 
lot  of  the  things  that  I  would  want  to  do,  in  addition  to  what  I  cur- 
rently am  able  to  accomplish.  Not  only  that,  most  of  the  amputees 
out  there  throughout  this  country  are  not  as  lucky  as  I  am  to  have 
the  type  of  insurance  and  to  go  to  the  kinds  of  practitioners  that 
know  how  to  make  these  devices,  and  simply  are  not  walking  on 
devices  that  are  this  technologically  exquisite. 

Today,  I  am  testifying  on  behalf  of  the  National  Center  for  Medi- 
cal Rehabilitation  Research,  and  I  am  an  advisory  board  member 
on  that  center.  We  are  asking  for  a  $10  million  increase  over  the 
existing  funding  level,  which  would  bring  that  to  a  total  fiscal  year 
1994  budget  of  $20  million. 

Why  am  I  asking  for  a  doubling  of  the  budget  and  how  can  I  jus- 
tify that  in  today's  economic  and  financial  situation?  Well,  first,  I 
must  say  that  if  rehabilitation  is  cost  effective — and  I  think  that 
has  been  proved  by  several  different  studies;  I  have  heard  many 
studies  that  $1  invested  in  rehabilitation  equals  about  $11  of  sav- 
ings and  can  really  be  thought  of  as  preventive  of  further  disabil- 
ity— then  certainly  rehabilitation  research  to  identify  the  most  cost 
effective  and  the  most  effective  methods  or  devices  to  rehabilitate 
someone  could  have  the  potential  of  being  exponentially  cost  effec- 
tive. 

So  I  make  that  argument  to  you  simply  to  express  the  desire  and 
the  need  for  this  type  of  increase.  The  Center  is  in  its  third  year 
of  operation,  which  means  that  existing  funds,  simply  level  funding 
will  strictly  go  to  the  existing  grants  that  have  been  made  and  no 
growth  in  the  program  whatsoever  will  take  place,  because  they  are 
a  3-  to  5-year-grant  cycle.  So  this  $10  million  will  fund  a  number 
of  rehabilitation  research  grants,  not  just  in  prosthetics  and 
orthotics,  but  all  across  the  physical  disability  spectrum  of  re- 
search, that  is  sorely  needed. 

There  is  a  new  director  by  the  name  of  Marcus  Fuhrer  who  is 
an  eminent  rehabilitation  researcher  who  has  taken  over  the  helm 
this  past  month.  There  is  a  new  rehabilitation  research  plan  that 
has  been  produced  by  the  advisory  board  of  the  new  center,  and 
there  are  several  highly  scored  rehab  research  grants  ready  to  go. 

We  are  very  excited  about  the  center.  We  are  certainly  hopeful 
that  we  can  find  some  way  to  increase  the  appropriations  levels 
significantly. 

I  thank  you  very  much  and  defer  to  Jim  MacLaren  for  some  addi- 
tional comments. 

STATEMENT  OF  JIM  MAC  LAREN 

Senator  Inouye.  Mr.  MacLaren. 

Mr.  MacLaren.  Thank  you,  Senator.  I  would  like  to  say  a  bit 
about  myself  first,  I  think  as  a  metaphor,  again,  for  people  with  all 
disabilities.  I  represent  the  amputee  population. 

About  7  years  ago  I  was  struck  by  a  bus  in  New  York  City.  I  was 
pronounced  dead  on  arrival  and  ultimately  lost  my  left  leg  after 
they  saved  my  life.  Currently,  I  am  the  fast  amputee  in  the  world 
in  just  about  every  race  distance  from  the  10K  running  race  to  the 
iron  man  triathlon.  One  of  my  favorite  places  to  race — and  actually, 
I  have  done  it  five  times — is  Kona,  HI. 
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What  I  have  become  is  a  spokesperson  for  people  with  disabil- 
ities, because  in  the  motivational  speaking  that  I  do  I  speak  about 
focusing  on  quality  of  living  and  on  function.  And  as  we  have  heard 
from  the  other  esteemed  people  here  today,  people  who  are  disabled 
act  more  so  when  they  are  treated  disabled.  And  one  of  the  things 
we  are  going  after  with  this  research  grant  is  to  allow  people  more 
function  so  that  they  can  then  choose  to  improve  the  quality  of 
their  living. 

It  is,  obviously,  a  personal  choice.  Some  people  will  choose  not  to 
do  that.  But  an  amputee's  day  tends  only  to  go  as  well  as  his  leg 
feels.  I  can  remember  my  first  race  when  literally  I  had  to  wrap 
my  residual  limb  to  get  the  swelling  down  so  I  could  fit  into  my 
prosthesis  to  run. 

And  because  of  the  good  fortune  that  I  have  of  being  in  the 
media — I  am  also  an  actor  and  I  have  worked  extensively  on  tele- 
vision and  in  theater — I  am  able  to  get  good  limbs.  But  these  are 
not  accessible  to  everyone,  nor  are  the  practitioners  themselves 
educated.  And  one  of  the  things  the  research  will  do  will  be  raise 
the  level  of  awareness  and  also  raise  the  level  of  awareness  just 
among  amputees. 

Recently  I  became  involved  with  a  medical  company  as  well  as 
my  leg  company,  and  actually  forced  them  to  make  a  leg  for  me  to 
allow  my  quality  of  life  to  be  upheld.  But  the  frustrating  thing  is 
that  I  see — someone  will  see  my  running  on  a  foot  that  they  as- 
sume is  only  for  a  runner,  and  only  because  of  the  cost  of  that 
foot — because  of  the  size  of  the  amputee  population,  it  is  very  cost- 

ly. 

And  it  is  important  to  have  research  to  make  these  items  low 
cost.  And,  as  Peter  mentioned,  incredibly  cost  effective  because 
these  people  will  go  back  to  work.  They  will  stop  acting  like  people 
with  disabilities.  And  we  are  not  talking  about  research  for  books, 
for  example.  This  is  research  that  is  going  to  allow  these  people  to 
go  on  with  their  life  and  with  their  work. 

Ultimately,  as  I  said,  I  think  as  a  country  we  assume  that  often- 
times we  know  how  everything  is  supposed  to  look.  I  still  have  peo- 
ple come  up  to  me  on  the  street,  and  they  see  me  with  a  pair  of 
shorts  on  and  they  say  gee,  I  am  sorry,  that  is  too  bad.  I  run  2V2 
miles,  bike  112  miles,  and  then  run  a  full  marathon  every  October 
in  Kona,  HI.  I  do  not  feel  sorry  for  myself. 

PREPARED  STATEMENTS 

And,  again,  that  was  a  personal  choice,  but  I  think — what  I  tell 
people  in  my  motivational  speaking  is  not  to  feel  that  Jim 
MacLaren  is  superhuman,  because  I  believe  that  we  are  all  super- 
human. We  all  have  the  ability  within  ourselves  to  do  things  we 
do  not  realize.  But  it  does  start  with  the  function  of  a  prosthesis. 
And  that  is,  again,  only  a  metaphor  for  people  with  all  physical  dis- 
abilities, whether  it  is  a  chair  cushion  or  whatever  it  is.  The  re- 
search is  important  and  I  thank  you  for  your  consideration. 

And,  again,  it  is  an  honor  to  be  here.  Thank  you. 

[The  statement  follows:] 
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Statements  of  Peter  W.  Thomas  and  Jim  Mac  Laren 

Distinguished  Chairman  and  members  of  the  subcommittee,  my  name  is  Peter 
Thomas  and  I  am  a  member  of  the  Advisory  Board  for  the  National  Center  for  Medi- 
cal Rehabilitation  Research  (NCMRR)  and  the  General  Counsel  of  the  American 
State  of  the  Art  Prosthetic  Association  (ASOTAPA).  ASOTAPA  is  a  national  non- 
profit organization  comprised  of  consumers  of  artificial  limbs  (prostheses)  and  ortho- 
pedic braces  (orthoses),  and  the  people  who  design  and  fit  these  specialized  devices, 
prosthetists,  and  orthotists.  ASOTAPA's  mission  is  to  enhance  the  quality  of  artifi- 
cial limbs  and  orthopedic  braces  and  to  promote  access  to  these  devices  in  order  to 
increase  the  functional  capacity  and  independence  of  people  with  disabilities. 

My  name  is  Jim  MacLaren  and  I  am  representing  the  Amputee  Coalition  of  Amer- 
ica (ACA),  a  national  non-profit  coalition  of  amputee  support  groups  and  other  orga- 
nizations interested  in  assisting  new  amputees  make  a  successful  transition  to  a  life 
without  all  of  their  limbs.  ACA  serves  as  the  national  voice  of  amputees  and  is  keen- 
ly interested  in  awareness  and  education  of  amputee  issues,  including  the  advance- 
ment of  artificial  limbs. 

We  are  grateful  for  the  opportunity  to  testify  today  on  the  critical  issue  of  funding 
for  medical  rehabilitation  research,  particularly  research  on  prosthetic  and  orthotic 
devices.  The  $10  million  increase  in  appropriations  for  fiscal  year  1994  for  the 
NCMRR  that  we  are  recommending  is  supported  by  the  American  Academy  of  Phys- 
ical Medicine  and  Rehabilitation,  the  American  Congress  of  Rehabilitation  Medicine, 
the  National  Head  Injury  Foundation,  the  American  Amputee  Foundation  (AAF), 
the  NCMRR  Coalition,  the  NICHD  Coalition,  and  the  Consortium  for  Citizens  with 
Disabilities  (CCD). 

I,  Peter  Thomas,  am  intimately  aware  of  the  importance  of  artificial  limbs  first- 
hand. In  1974,  at  the  age  of  10,  my  family  and  I  were  involved  in  a  severe  car  acci- 
dent which  resulted  in  the  loss  ot  both  of  my  legs  below  the  knees  and  the  death 
of  my  younger  brother.  With  the  help  of  a  very  loving  and  supportive  family  and 
group  of  friends,  as  well  as  an  excellent  rehabilitation  program  with  a  great  deal 
of  physical  therapy,  and  the  benefits  of  assistive  technology,  namely  my  artificial 
limbs,  I  have  been  able  to  accomplish  goals  that  I  never  thought  possible  lying  in 
that  hospital  bed  in  1974.  I  have  nad  twelve  sets  of  artificial  limbs  over  the  course 
of  nineteen  years.  I  have  been  exposed  to  virtually  every  type  of  artificial  limb  and 
component  available  on  the  market  today  and  have  had  eight  different  providers  of 
my  artificial  limbs.  I  am  an  avid  downhill  skier  in  the  winter  and  golfer  in  the  sum- 
mer. Because  of  the  advancements  in  artificial  limbs  over  the  past  decade,  I  am  able 
to  participate  in  virtually  any  physical  activity  that  I  wish.  I  walk  everywhere  on 
my  artificial  limbs,  rarely  use  a  cane,  and  never  use  a  wheelchair.  In  essence,  artifi- 
cial limbs  have  allowed  me  to  remain  active,  independent,  and  able  to  enjoy  voca- 
tional and  functional  success. 

Seven  years  ago,  I,  Jim  MacLaren,  was  pronounced  dead  on  arrival  at  Bellevue 
Hospital  in  New  York  City  after  my  motorcycle  was  broadsided  by  a  40,000-lb.  bus 
in  mid-town  Manhattan.  After  six  days  in  a  coma,  I  awoke  to  find  that  my  left  leg 
was  amputated  below  the  knee.  The  doctors  informed  me  that  my  rehabilitation 
would  take  many,  many  months,  but  I  left  the  hospital  after  only  11  days  and  re- 
turned to  acting  school  at  Yale  University  in  less  than  three  months.  I  began  swim- 
ming to  regain  my  fitness,  then  added  cycling  and  eventually  running  to  my  work- 
out agenda,  and  in  1988,  completed  my  first  triathlon.  Since  then,  I  have  completed 
countless  triathlons,  including  four  times  at  the  Hawaii  Ironman  Triathlon,  and 
eight  marathons.  Both  Peter  and  I  demonstrate  that  there  are  virtually  no  limits 
to  successful  rehabilitation  if  people  with  disabilities  are  provided  with  the  tools  to 
rehabilitate  themselves.  This  not  only  applies  to  young,  athletic  people,  but  to  chil- 
dren and  senior  citizens  as  well.  The  advances  in  prosthetics  that  have  allowed  us 
to  excel  are  just  as  important  to  people  who  don't  ski  or  run  triathlons,  but  want 
to  be  just  as  functional,  active,  and  independent. 

There  was  a  time,  however,  not  many  years  ago,  when  the  loss  of  a  limb  meant 
a  life  with  a  heavy,  often  painful  wooden  and  leather  artificial  leg  or  arm,  if  it  could 
be  fit  to  the  amputee  at  all.  There  was  a  time  when  persons  with  disabilities  such 
as  cerebral  palsy,  scoliosis,  spinal  cord  injury  and  other  physical  disabilities  were 
forced  to  wear  unsightly  heavy  steel  and  leather  orthopedic  braces  to  support  them- 
selves and  remain  functional.  This  World  War  II  generation  of  devices  gave  way  to 
artificial  limbs  made  of  plastic  laminated  wood  with  stiff  ankled  feet  which  resem- 
bled that  of  a  mannequin,  and  orthopedic  braces  which  used  aluminum  supports. 
Those  days,  fortunately,  are  largely  in  the  past,  just  as  the  days  when  gas  filled 
tubes  were  replaced  by  transistors  in  our  televisions  and  radios. 

Today's  advanced  generation  of  prostheses  and  orthoses  are  lightweight,  stream- 
lined, dynamic  and  more  accurately  replicate  human  function.  Advanced  thermo- 
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plastics  and  molding  techniques  have  revolutionized  the  fit  and  function  of  pros- 
theses and  orthoses  t>y  allowing  for  the  custom  development  and  anatomical  design 
of  flexible,  more  comfortable  tissue  interface  materials.  Carbon  fiber  composites,  ti- 
tanium, and  other  metal  alloys  from  the  aerospace  industry  have  drastically  de- 
creased the  weight  of  these  devices  while  increasing  their  strength  and  durability. 
New  prosthetic  and  orthotic  fitting  and  self-suspension  techniques  have  allowed 
practitioners  to  design  devices  which  more  appropriately  meet  the  needs  of  our  na- 
tion's amputees  and  other  individuals  with  disabilities  by  eliminating  the  need  for 
cumbersome  straps,  belts  and  harnesses.  Finally,  new  forms  of  myoelectric  and  me- 
chanical control  systems  of  prostheses  and  orthoses  have  ushered  in  new  standards 
of  function  and  control;  standards  that  tap  into  muscle-electric  impulses  and  com- 
puterized componentry,  along  with  hydraulic  and  other  sources  of  power. 

This  new  generation  of  prostheses  and  orthoses  has  had  a  profound  effect  upon 
restoring  the  activity  level  and  quality  of  life  of  amputees  and  other  individuals  with 
physical  disabilities.  However,  there  is  a  tremendous  need  for  additional  research 
efforts  on  artificial  limbs  and  orthopedic  braces.  Specifically,  fitting  techniques,  ma- 
terial applications  and  energy-responsive  componentry  need  to  be  studied  and  ad- 
vanced for  all  types  of  prosthetic  and  orthotic  devices.  The  goals  of  this  research 
should  be  to  maximize  comfort  and  support,  minimize  weight  and  cost,  and  achieve 
the  highest  degree  of  natural  movement  possible.  Additional  research  needs  to  be 
conducted  in  the  area  of  myoelectric  and  other  types  of  mechanical  control  of  pros- 
thetic joints.  The  use  of  computers  in  the  design  and  manufacture  of  prosthetic  and 
orthotic  devices  shows  signs  of  vast  potential  and  application  and  needs  to  be  exam- 
ined further.  Sensory  feed-back  systems  allow  users  of  artificial  limbs  and  braces 
to  improve  their  awareness  of  tactile,  proprioceptive  and  pressure  sensations.  Early 
evaluations  of  sensory  feed-back  prototypes  indicate  improved  balance,  more  normal 

§ate,  and  increased  function  and  competence  in  the  use  of  prostheses  or  orthoses, 
ensory  feed-back  should  also  be  explored  as  it  relates  to  diabetics  and  those  af- 
fected by  spinal  cord  injury. 

Above  all,  research  on  orthotic  and  prosthetic  devices  should  be  focused  on  the 
human/device  interface.  No  amount  of  componentry,  material  application,  and  ad- 
vanced design  will  significantly  assist  amputees  and  others  with  disabilities  if  the 
point  of  contact  between  the  human  body  and  the  artificial  limb  or  brace  is  not  stud- 
ied and  designed  to  reduce  or  eliminate  pressure  forces.  Faced  with  the  inevitable 
prospect  of  limited  funds,  research  in  this  area  may  yield  the  most  dramatic  positive 
results  for  amputees  and  others  with  disabilities.  Much  of  this  important  research 
is  just  starting  to  take  place  at  the  National  Center  for  Medical  Rehabilitation  Re- 
search. We  must  encourage  its  growth  today  for  a  better  tomorrow. 

THE  NATIONAL  CENTER  FOR  MEDICAL  REHABILITATION  RESEARCH 

The  National  Center  for  Medical  Rehabilitation  Research  (NCMRR)  is  the  newest 
center  within  the  National  Institute  for  Child  Health  and  Human  Development.  The 
NCMRR  was  established  in  1990  to  promote  research  that  will  lead  to  the  replace- 
ment, enhancement  or  restoration  01  function  in  persons  with  physical  disabilities 
in  order  to  maximize  their  functional  capabilities,  both  immediately  after  the  onset 
of  the  disabling  condition  and  throughout  the  life  span.  The  NCMRR  has  identified 
seven  research  priority  areas  that  cut  across  all  physical  disabilities,  including  those 
disabilities  that  have  cognitive  and  behavioral  elements.  These  areas  include  mobil- 
ity, behavioral  adaptation  to  disability,  the  whole  body  system  response  to  disability, 
assistive  technology,  measurement  and  assessment  of  disability,  treatment  effective- 
ness, and  training  of  rehabilitation  researchers. 

Funds  devoted  to  medical  rehabilitation  research  will  lead  to  an  identification  of 
the  most  effective  and  appropriate  rehabilitation  methods  and  assistive  devices  to 
return  persons  with  disabilities  to  optional  function.  A  wide  range  of  research  topics 
are  encompassed  in  the  mission  of  the  center.  Advances  in  this  area  will  lead  to 
more  functionally  independent  persons  with  disabilities  and  an  improved  quality  of 
life,  increased  opportunities  for  education  and  employment,  and  decreased  depend- 
ency and  long-term  health  care  costs  to  society. 

What  makes  the  NCMRR  different  from  other  federal  agencies  conducting  reha- 
bilitation research?  Quite  simply,  the  NCMRR  combines  the  outstanding  science  of 
the  National  Institutes  of  Health  with  its  Congressional  charge  and  stated  mission 
to  improve  the  function  of  individuals  with  physical  disabilities.  The  research  con- 
ducted at  the  NCMRR  has  direct  application  to  people  with  disabilities.  It  is  not  re- 
search for  research  sake.  The  NCMRR  focuses  on  targeted  multi-disciplinary  reha- 
bilitation research  approaches  to  practical  problems  encountered  by  people  with 
physical  disabilities.  While  other  agencies  throughout  the  federal  government  sup- 
port rehabilitation  research  primarily  on  the  issues  of  service  delivery  and  broader 
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disability  policy  questions,  the  NCMRR  is  uniquely  suited  to  support  medical  reha- 
bilitation research  that  will  translate  into  improved  function  and  improved  quality 
of  life  for  people  with  physical  disabilities. 

The  NCMRR  is  currently  poised  to  make  great  strides  in  rehabilitation  research. 
The  NCMRR  Advisory  Board  has  developed  a  research  plan  which  will  receive  wide 
distribution  in  the  coming  weeks.  Marcus  Fuhrer,  Ph.D.,  an  eminent  rehabilitation 
researcher,  has  been  appointed  as  the  NCMRR's  new  director.  The  Center  is  cur- 
rently ready  to  fund  several  highly  scored  rehabilitation  research  proposals  address- 
ing several  cross-cutting  areas  of  disability,  including  assistive  devices  that  improve 
function  in  people  with  disabilities  and  materials  that  enhance  the  skin  integrity 
of  people  with  disabilities. 

Because  the  NCMRR  is  a  relatively  new  research  program,  the  vast  majority  of 
the  President's  requested  budget  must  be  devoted  to  existing  multi-year  grants.  Ad- 
ditional rehabilitation  research  projects  will  not  be  possible  without  a  significant  in- 
crease in  appropriations  for  fiscal  year  1994.  An  investment  of  10  million  additional 
dollars  has  the  potential  to  seed  a  new  age  in  rehabilitation  which  could  have  an 
exponential  affect  on  the  cost-effectiveness  of  these  services. 

RECOMMENDATION 

The  American  State  of  the  Art  Prosthetic  Association  and  the  Amputee  Coalition 
of  America  strongly  recommend  a  significant  investment  in  medical  rehabilitation 
research,  specifically  $20  million  in  the  National  Center  for  Medical  Rehabilitation 
Research  in  fiscal  year  1994,  a  $10  million  increase  over  the  current  level  of  fund- 
ing. This  is  a  reasonable  increase  when  one  considers  the  recent  national  emphasis 
on  breaking  down  barriers  to  people  with  disabilities,  the  infancy  of  the  NCMRR's 
rehabilitation  research  program,  and  the  potential  for  return  on  this  research  in- 
vestment. 

The  NCMRR  has  shown  great  promise  for  the  advancement  of  artificial  limbs  and 
orthopedic  braces.  With  a  significant  increase  in  appropriations,  the  NCMRR  can 
achieve  this  same  success  in  many  other  areas  of  rehabilitation  research  and  poten- 
tially benefit  millions  of  people  with  physical  disabilities. 

Senator  Inouye.  Thank  you  very  much.  How  large  is  the  ampu- 
tee community  in  the  United  States? 

Mr.  MacLaren.  Peter  may  answer  that.  We  have  different  views, 
actually.  It  is  anywhere  from  600,000  to  4  million  for  all  amputees; 
600,000  lower  leg,  is  that  it? 

Mr.  Thomas.  There  is  very  little  data  collection  that  has  taken 
place  on  this.  Claude  Pepper,  the  late  Congressman,  produced  a  re- 
search bill  on  artificial  limbs  and  labeled  the  number  at  2  million 
amputees. 

I  do  know  that  the  health  statistics  center  up  at  NIH  has  quoted 
a  number  of  about  175,000  amputations  that  take  place  per  year. 
But  seeing  as  how  50  percent  of  those  amputations  take  place  in 
people  over  the  age  of  65,  there  is  no  telling  how  many  people  are 
still  around  on  a  yearly  basis  to  get  an  accurate  figure.  But  I  would 
say  that  2  million  is  probably  as  accurate  as  you  can  probably  get 
at  this  point. 

Senator  Inouye.  During  my  time  after  World  War  II  in  an  ortho- 
pedic hospital,  we  were  told  that  the  Germans  were  ahead  of  us  in 
research  and  development  in  prosthetic  appliances.  Where  do  we 
stand  now  in  this  area? 

Mr.  MacLaren.  Thank  you  for  touching  on  that.  Actually,  that 
is  one  thing — they  were  very  ahead  of  us  as  far  as  the  simple  prod- 
ucts like  the  wooden  foot,  the  kind  of  things  that  look  very  realistic. 
Right  now,  Americans  are  now  at  the  forefront  of  technology.  I 
mean,  we  have  the  technology  literally.  I  mean,  putting  on  my  leg 
every  day  has  become  like  putting  on  a  shoe,  and  it  is  a  piece  of 
technology  that  I  do  think  research  will  enable  us  to  be  far  superior 
to  anyone. 
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One  of  the  big  miscalculations  was  when  classmates  at  school 
would  see  me  with  my  leg  that  looked  quite  real.  I  do  not  cover 
them  now,  but  I  did  in  those  days.  And  they  would  say,  you  mean 
it  hurts,  because  it  looks  real. 

But  there  are  people  still  walking  around  in  a  lot  of  pain.  And 
as  Peter  mentioned,  the  Germans  have  not  been  able  to  come  up 
with  the  socket  interface  material  either,  which  is  the  most  impor- 
tant the  most  vital  part.  No  matter  the  quality  of  actual  prosthetic 
leg,  it  is  the  interface  between  the  skin  and  the  socket  that  really 
matters  the  most. 

Senator  Inouye.  I  gave  up  wearing  a  prosthetic  appliance  back 
in  the  sixties  because  it  got  too  heavy,  and  clumsy,  and  sweaty,  and 
everything  else.  Maybe  I  had  better  check  it  out  now.  Have  we  ad- 
vanced anywhere  in  arm  amputee  prosthetics? 

Mr.  Thomas.  I  am  really  glad  you  brought  that  up  because  I 
think  you  stand  to  gain  significantly  from  a  personal  level  in  look- 
ing at  these  devices  again  and  seeing  what  might  be  appropriate 
for  your  level  of  function.  But  you  would  also  stand,  as  a  real  ex- 
ample, a  real  model  for  people  who  have  limb  loss  of  upper  extrem- 
ities to  go  for  the  type  of  device  that  will  allow  them  to  be  func- 
tional. 

Many  amputees  who  have  lost  arms  or  hands  choose  not  to  wear 
artificial  limbs  because  they  believe  that  they — and  I  am  speaking 
a  little  out  of  school  here,  but  they  believe  that  they  are  more  func- 
tional probably  just  going  without.  But  today's  devices — they  have 
suction  devices  that  do  not  require  all  kinds  of  harnesses  and 
straps,  they  are  very  light  weight.  Many  of  them  are  myoelectric. 
They  tap  into  muscle  electric  impulses,  and  they  are  very  movable, 
all  the  different  joints.  It  is  really  amazing. 

You  have  got  very  cosmetically  designed  hands  instead  of  hooks. 
There  is  a  lot  of  different  technology  out  there  that  I  really  think 
you  might  want  to  take  another  look  at.  And  I  would  be  more  than 
happy  to  give  you  some  names. 

Senator  Inouye.  Maybe  I  better  get  together  with  you.  But  I  was 
told  that  I  need  not  wear  it  as  all  that  I  needed  was  a  strong 
mouth.  [Laughter.] 

Well,  I  thank  you  all  very  much,  and  I  can  assure  you  that  we 
will  look  into  this  very  carefully.  And  let  us  get  together.  I  want 
to  know  where  to  go  to  look  at  these  things. 

Mr.  Thomas.  We  can  do  that  very  easily.  Thank  you. 

STATEMENT  OF  MIKE  ANDERSON,  NATIONAL  CONGRESS  OF  AMER- 
ICAN INDIANS 

Senator  Inouye.  Now,  may  I  call  upon  the  next  panel?  Mr.  Mike 
Anderson,  representing  the  National  Congress  of  American  Indi- 
ans. Mr.  Loren  "Bum"  Stiffarm,  National  Indian  Education  Associa- 
tion. Jo  Ann  Kauffman,  Indian  Health  Care  Resource  Center  of 
Tulsa.  And  Mr.  Elbridge  Coochise,  Northwest  Intertribal  Court 
System. 

Senator  INOUYE.  Mr.  Anderson. 

Mr.  Anderson.  Thank  you,  Mr.  Chairman.  On  behalf  of  the  Na- 
tional Congress  of  American  Indians  and  our  120  American  Indian 
tribes  and  Alaska  native  tribal  governments  we  are  pleased  to  pro- 
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vide  testimony  before  you  today  on  behalf  of  increased  support  for 
the  Administration  for  Native  Americans. 

As  you  know  from  your  leadership  on  the  Senate  Committee  on 
Indian  Affairs,  that  is  one  of  the  primary  and  most  successful  grant 
programs  for  tribal  capacity  building  among  tribal  governments. 

We  are  requesting  that  Congress  appropriate  $58  million  for 
ANA  programs  in  fiscal  year  1994.  ANA  has  remained  at  a  funding 
level  of  around  $33  million,  more  or  less,  since  1978.  And  President 
Clinton's  fiscal  year  1994  budget  essentially  maintains  this  funding 
level.  We  hope  this  is  the  year  of  change  for  the  Administration  for 
Native  Americans,  particularly  in  the  increased  funding  that  is  so 
badly  needed. 

Only  30  percent  of  applications  are  funding  from  various  tribes 
for  this  successful  program,  and  we  are  asking  for  specific  increases 
in  certain  programs.  For  example,  the  social  and  economic  develop- 
ment program,  SEDS,  is  needed  to  meet  the  increased  applications 
for  SEDS  funding.  A  30-percent  increase  of  funding  to  a  level  of 
$34  million  would  meet  this  need. 

As  you  know  from  recently,  various  statutes  have  been  passed  to 
promote  tribal  environmental  programs,  and  also  native  American 
languages,  and  I  wanted  to  highlight  the  funding  problems  in  these 
two  areas.  Last  year,  or  in  1991,  the  Tribal  Environmental  Regu- 
latory Enhancement  Act  was  passed  to  assist  tribes,  through  ANA, 
to  develop  environmental  protection  ordinances  and  monitoring 
regulatory  capacity. 

Since  this  statute  was  enacted,  no  funding  has  been  appropriated 
to  implement  it.  We  are  seeking  at  least  $8  million  from  the  ANA 
programs  to  fund  this  act. 

As  you  know  from  the  leadership  last  year  of  the  Senate  Commit- 
tee the  Native  Languages  Act  was  passed  to  support  preservation 
of  native  American  languages  through  ANA  grant  programs  to 
stem  the  loss  of  native  American  languages.  This  program  also  has 
not  been  funded,  and  we  request  at  least  $4.5  million  in  fiscal  year 
1994  to  implement  this  badly  needed  program. 

Now,  recently  there  has  been  a  trend  in  Congress,  particularly 
in  the  Indian  environmental  and  cultural  area,  to  pass  statutes  to 
protect  tribal  rights  and  to  promote  tribal  capabilities  but  not  to 
implement  the  concurrent  funding  needed.  So  that  is  why  the  ANA 
program  in  particular  would  be  an  area  that  would  help  to  fulfill 
the  intents  of  Congress. 

PREPARED  STATEMENT 

NACI  last  year  had  a  grant  from  the  Administration  for  Native 
Americans  to  promote  HIV- AIDS  education  programs,  to  educate 
tribal  leaders  on  how  they  should  best  implement  AIDS  prevention 
programs  on  their  reservations. 

So,  these  are  very  valuable  and  needed  programs.  And  once 
again  we  ask  for  your  support  through  this  appropriations  process 
for  the  Administration  for  Native  Americans. 

Senator  Inouye.  Needless  to  say,  I  support  it  and  I  will  do  my 
very  best,  sir. 

Mr.  Anderson.  Thank  you,  Mr.  Chairman. 

[The  statement  follows:] 
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Statement  of  Mike  Anderson 

The  National  Congress  of  American  Indians  (NCAI),  the  nation's  oldest  and  larg- 
est national  inter-tribal  organization  with  a  member  base  of  over  120  American  In- 
dian and  Alaska  Native  tribal  governments  is  pleased  to  provide  our  testimony  in 
favor  of  increased  support  for  the  Administration  for  Native  Americans  (ANA). 
NCAI  requests  that  Congress  appropriate  $58  million  for  ANA  programs  in  fiscal 
year  1994. 

As  other  witnesses  will  testify,  ANA  is  one  of  the  most  underfunded  programs  in 
the  Health  and  Human  Services  department.  Yet,  for  tribal  government  and  inter- 
tribal organizations,  it  has  been  one  of  the  most  successful  programs  to  support  trib- 
al capacity  building.  ANA  has  remained  at  a  funding  level  of  $33  million  or  less 
since  1978  and  the  President's  fiscal  year  1994  budget  essentially  maintains  this 
funding  level.  An  increase  of  at  least  $24  million  is  needed  to  fully  implement  ANA 
programs  and  to  fund  recent  federal  statutes.  For  example,  a  30  percent  increase 
in  the  basic  appropriation  for  the  Social  and  Economic  Development  Program 
(SEDS)  is  needed  to  meet  the  increased  applications  from  tribes  for  SEDS  funding 
and  a  30  percent  increase  in  SEDS  funding  to  a  level  of  $44  million  would  meet 
this  need. 

Moreover,  the  Tribal  Environmental  Regulatory  Enhancement  Act  was  passed  in 
1991  to  assist  tribes  with  grants  through  ANA  to  develop  environmental  protection 
ordinances,  and  monitoring  and  regulatory  capacity.  Since  this  statute  was  enacted, 
no  funding  has  been  appropriated  to  implement  it.  NCAI  seeks  the  full  8  million 
dollars  to  fund  this  Act. 

In  addition,  the  Native  Languages  Act,  last  October,  to  support  preservation  of 
Native  American  languages  through  ANA  grant  programs,  to  stem  the  loss  of  Native 
American  languages,  NCAI  requests  $4.5  million  in  fiscal  year  1994  to  implement 
this  Act. 

In  recent  Congressional  sessions,  Indian  tribal  governments  have  been  successful 
in  gaining  statutes  to  build  tribal  capacity  but  without  concurrent  funding,  the  in- 
tent of  Congress  in  passing  these  laws  will  be  stymied.  The  federal  support  nec- 
essary to  fulfill  the  goals  of  Congress  is  simply  not  available  in  the  current  fiscal 
year  1994  budget  and  we  respectfully  request  this  committee  to  make  every  reason- 
able effort  to  appropriate  these  funds. 

STATEMENT  OF  KAREN  FUNK,  LEGISLATIVE  ANALYST,  NATIONAL  IN- 
DIAN EDUCATION  ASSOCIATION 

Senator  Inouye.  Now  may  I  call  on  Mr.  Stiffarm? 

Ms.  Funk.  Hi,  my  name  is  Karen  Funk.  Bum  Stiffarm  was  un- 
able to  come.  He  was  supposed  to  be  here  from  Montana,  but  some- 
thing came  up  yesterday.  I  am  the  legislative  analyst  for  National 
Indian  Education  Association  [NIEA]. 

Our  testimony  mentions  a  number  of  things.  Two  of  them  I 
would  like  to  point  out  because  they  are  matters  of  which  you,  Sen- 
ator Inouye,  are  the  chairman  of  the  authorizing  committee  or  sub- 
committee. One  is  one  that  Mike  Anderson  mentioned,  the  Native 
Languages  Act.  We  very  much  concur  in  the  request  for  $5  million 
for  the  Native  Languages  Act. 

The  other  is  the  testimony  of  the  Native  American  Public  Broad- 
casting Consortia,  and  the  other  minority  broadcasting  consortia 
people.  They  will  be  here  on  Wednesday  asking  that  the  language 
which  is  in  the  Senate  and  House  authorizing  committee  reports  to 
increase  funding  for  the  consortia  and  the  multicultural  program 
fund. 

The  authorizing  committees  keep  saying  do  it.  The  Corporation 
for  Public  Broadcasting  is  not  really  coming  through.  And  as  I  say, 
they  will  be  here  Wednesday  before  this  subcommittee. 

With  regard  to  impact  aid,  we  are  very  pleased  to  see  the  admin- 
istration's request  for  the  "A"  students,  which  are  mainly  Indian 
students  this  year.  It  is  $116  million  over  the  last  administration's 
request  for  A's. 
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But  we  also  ask  that  you  really  look  strongly  at  the  impact  aid 
construction  fund  for  which  the  administration  asked  only  $3  mil- 
lion. There  are  several  hundred  million  dollars  in  backlog  Indian 
public  school  requests  for  construction,  and  we  would  love  to  see 
some  kind  of  a  systematic  plan,  maybe  the  way  that  the  Indian 
Health  Service  now  has,  through  Congress  forcing  it,  but  to  deal 
with  the  backlog  of  Indian  sanitation  construction  needs. 

We  need  some  kind  of  a  plan  that  will  deal  with  the  construction 
and  repair  of  public  schools  on  Indian  reservations.  There  just  real- 
ly is  no  other  source  of  money. 

Unfortunately,  the  authorizing  level  for  impact  aid  construction 
is  only  $29  million,  so  we  really  cannot  ask  for  more  than  that.  But 
when  the  Elementary  and  Secondary  Education  Act  is  reauthor- 
ized, or  the  next  year  or  2,  we  would  like  to  see  that  cap  removed. 

We  would  like  to  support  the  request  of  the  American  Indian 
Higher  Education  Consortium  for  their  request  for  $5  million  for 
teacher  training.  This  is  a  newly  authorized  program  under  the 
Higher  Education  Act. 

And  we  would  like  to  comment  that  we  support  the  administra- 
tion's request  for  fiscal  year  1994  for  Head  Start,  which  is  a  large 
increase  they  are  requesting,  and  of  course  they  would  like  to  in- 
crease it  a  lot  over  the  next  4  or  5  years.  There  are  only  17,000 
Indian  and  Alaska  native  children  served  by  Head  Start  through 
the  Indian  program.  I  do  not  know  what  percent  of  eligible  Indian 
and  Alaska  native  students,  that  is,  but  I  do  not  think  that  it  is 
a  very  high  percentage. 

And  finally  I  would  like  to  mention  to  you  the  title  XX  Social 
Services  Block  Grant  Program.  I  do  not  mention  it  because  it  is  a 
program  that  serves  Indian  tribes  but  because  it  is  a  program  that 
we  would  like  to  see  made  to  serve  Indian  tribes.  Right  now  State 
governments  and  territorial  governments  receive  direct  funding 
through  this  entitlement  program,  funded  at  $2.8  billion.  We  would 
very  much  like  to  have  an  amendment  to  the  law. 

PREPARED  STATEMENT 

We  would  have  to  go  through  Ways  and  Means  and  the  Senate 
Finance  Committee  to  provide  direct  funding  to  Indian  tribes.  But 
we  feel  that  unless  the  appropriation  over  all  is  increased  at  least 
up  to  $2.9  billion,  that  we  will  have  a  very  tough  time  getting  our 
amendment  through  because  it  would  mean  some  slight  decrease 
to  funding  for  States. 

Thank  you. 

Senator  INOUYE.  I  thank  you  very  much.  Let  me  assure  you  that 
your  full  statement  which  was  submitted  will  be  made  part  of  the 
record. 

[The  statement  follows:] 

Statement  of  Karen  Funk 

The  National  Indian  Education  Association  (NIEA)  is  pleased  to  appear  before 
this  Subcommittee  to  testify  on  the  fiscal  year  1994  budget  for  selected  programs 
under  this  Subcommittee's  jurisdiction  which  are  of  particular  importance  to  Indian 
and  Alaska  Native  people.  Attached  is  a  summary  of  our  appropriations  rec- 
ommendations. 

Impact  Aid. — NIEA  supports  funding  of  Impact  Aid  program  funds  (Public  Law 
81-874)  at  its  fully  authorized  level  of  $935  million  and  Impact  Aid  construction 
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funds  (Public  Law  84-815)  of  $29  million.  We  strongly  support  raising  the  construc- 
tion authorization  level.  Our  comments  are  limited  to  the  two  areas  of  the  Impact 
Aid  budget  which  most  directly  affect  us,  and  that  is  the  "A"  category  of  funding 
and  funding  for  school  construction.  The  trust  status  of  Indian  lands  means  that 
most  Indian  students  generate  the  "A"  category  of  Impact  Aid  funding. 

For  Indian  tribes  and  the  public  schools  on  their  lands,  Impact  Aid  is  a  manifesta- 
tion of  the  U.S.  fulfilling  its  trust  responsibilities.  Many  treaties  signed  between  the 
United  States  and  Indian  nations  contain  commitments  of  education  benefits  as  part 
of  the  exchange  for  the  ceding  of  and  reservation  of  lands.  Indian  tribes  retain  only 
3  percent  of  their  aboriginal  land,  and  the  United  States  government  is  the  trustee 
for  these  precious  lands.  As  with  other  lands  over  which  the  United  States  govern- 
ment exercises  fiduciary  responsibility,  the  lands  are  not  taxed,  and  the  Impact  Aid 
program  is  the  federal  government's  response  for  providing  funding  in  lieu  of  a  local 
tax  base.  Not  only  is  Impact  Aid  for  Indian  country  a  manifestation  of  the  fulfill- 
ment of  trust  responsibility,  but  it  is  part  of  this  nation's  clearly  established  public 
policy  to  provide  all  children  a  free,  public  education.  In  Indian  country,  there  are 
not  alternatives  to  generating  monies  to  replace  Impact  Aid. 

We  are  pleased  that  the  Administration  requested  a  $33  million  increase  (for  a 
total  of  $600  million)  over  the  fiscal  year  1993  appropriated  level  for  the  A  category 
of  students.  This  is  a  far  better  budget  submission  than  last  year's  which  proposed 
to  cut  funding  for  A's  by  $83  million. 

We  support  funding  for  Impact  Aid  construction  at  its  fully  authorized  level  of  $29 
million,  and  are  working  through  the  reauthorization  of  the  Elementary  and  Second- 
ary Education  Act  programs  to  change  the  authorization  for  Impact  Aid  construction 
to  "such  sums  as  may  be  necessary".  The  overall  facility  situation  among  public 
schools  on  Indian  reservations  is  deplorable.  In  light  of  President  Clinton's  stated 
interest  in  improving  the  nation's  infrastructure  and  in  education  generally,  we  are 
extremely  disappointed  at  the  budget  proposals  for  both  Impact  Aid  construction  ($3 
million)  and  Bureau  of  Indian  Affairs  school  construction  ($13  million). 

While  the  Impact  Aid  office  has  not  recently  updated  its  list  of  pending  applica- 
tions for  school  construction,  we  know  that  the  backlog  of  construction  requests  from 
Indian  country  total  several  hundred  million  dollars.  Many  school  children  in  Indian 
country  are  already  coping  with  problems  of  poverty  and  its  attendant  manifesta- 
tions, and  having  to  attend  school  in  unsafe  and  overcrowded  facilities  does  not  send 
the  needed  message  of  the  importance  of  education. 

We  recommend  that  the  Administration  and  Congress  work  together  to  begin  a 
systematic  school  construction  program  for  public  schools  on  Indian  reservations. 

Native  American  Languages  Act. — We  request  $5  million  for  funding  under  the 
Native  American  Languages  Act  (Public  Law  102-524)  which  is  administered 
through  the  Administration  on  Native  Americans  (ANA).  Other  organizations  in- 
cluding the  National  Congress  of  American  Indians,  the  Keepers  of  the  Treasures: 
Cultural  Council  of  American  Indians,  Alaska  Natives,  and  Native  Hawaiians,  and 
the  Native  American  Languages  Institute  are  making  similar  requests. 

Under  the  Native  American  Languages  Act,  ANA  is  authorized  to  make  grants 
to  for  a  variety  of  activities  meant  to  preserve  and  enhance  the  use  of  Native  lan- 
guages. The  preservation,  and  in  some  cases,  resurrection,  of  Native  languages  is 
a  particularly  pressing  concern  among  tribal  people.  It  is  an  integral  part  of  the  con- 
tinuation of  our  cultures.  Some  information  ana  concepts  cannot  be  conveyed,  and 
some  prayers  cannot  be  made,  except  through  Native  languages.  It  has  been  one  of 
the  most  difficult  endeavors  for  which  to  find  funding. 

We  bring  to  the  Committee's  attention  that  in  1990,  Congress  enacted  another  law 
(also  titled  the  Native  American  Languages  Act,  Public  Law  100—477)  which  is  a 
policy  statement.  That  law  declares  that  it  is  the  policy  of  the  United  States  "to  pre- 
serve, protect  and  promote  the  rights  and  freedom  of  Native  Americans  to  use,  prac- 
tice and  develop  Native  American  languages."  The  Department  of  Education's  two- 
year  study  on  Indian  Education  (Indian  Nations  at  Risk:  A  Strategy  for  Action, 
1991)  finds  that  one  of  the  reasons  Indian  and  Alaska  Native  tribes  are  at  risk  is 
a  loss  of  Native  language  ability.  The  report  also  reviewed  current  research  and 
educational  practices,  and  found  that  Native  language  development,  along  with 
learning  standard  English,  is  a  critical  foundation  for  educational  progress.  And  the 
report  issued  in  May,  1992  from  the  White  House  Conference  on  Indian  Education 
contained  many  recommendations  supporting  increased  efforts  to  preserve  and  en- 
hance the  use  of  Native  languages. 

Head  Start. — We  certainly  support  the  President's  requested  $1.4  billion  increase 
for  Head  Start  over  the  fiscal  year  1993  enacted  level,  for  a  total  of  $4.15  billion. 
And  we  are  pleased  by  the  Administration's  stated  intent  to  recommend  a  $14  bil- 
lion increase  in  the  Head  Start  program  over  the  next  five  years.  There  are  cur- 
rently only  118  tribal  Head  Start  grantees.  Of  the  318  tribes  in  the  lower  48  states, 
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only  110  receive  Head  Start  grants.  The  bottom  line  is  that  many  Indian  and  Alaska 
Native  children  do  not  receive  the  valuable  services  of  this  Head  Start  program. 

NIEA  would  like  to  see  some  statutory  changes  in  the  Head  Start  program  involv- 
ing service  to  urban  Indian  and  Alaska  Native  children  and  the  20  percent  match 
requirement.  We  also  need  better  data  concerning  our  existing  Head  Start  programs 
and  our  unmet  needs. 

Vocational  Education. — We  recommend  $4  million  for  tribally  controlled  post- 
secondary  vocational  institutions,  which  compares  to  the  Administration's  request  of 
$2.9  million.  These  institutions  provide  opportunities  for  Indian  and  Alaska  Native 
students  which  are  not  available  elsewhere,  and  their  request  for  $4  million  should 
be  able  to  be  accommodated. 

Education  research. — The  Administration  requested  $4  million  in  new  money 
under  the  Office  of  Educational  Research  and  Improvement  (OERI)  for  research  on 
disadvantaged  students.  NIEA  has  a  long-standing  concern  about  the  dearth  of  reli- 
able research  and  data  on  Indian/Alaska  Native  education.  Indian  education  needs 
have  not  been  well  served  through  the  existing  education  centers  and  laboratories. 
We  are  working  with  the  Council  for  Education  Development  and  Research  on  pro- 
posed amendments  to  the  pending  OERI  reauthorization  legislation  designed  to  ad- 
dress our  concerns. 

We  ask  this  Committee  to  earmark  $1  million  of  the  $4  million  in  research  on 
disadvantaged  students  for  an  Indian/Alaska  Native  initiative.  We  also  recommend 
that  the  Committee  include  Report  language  which  directs  the  regional  education 
laboratories  to  increase  their  efforts  to  serve  Indian  and  Alaska  Native  education 
needs. 

Indian  Teacher  Training  Program. — We  recommend  $5  million  for  tribally  con- 
trolled postsecondary,  vocational  and  technical  institutions  for  teacher  training.  This 
program  was  authorized  in  Title  XIII  of  the  Higher  Education  Act  Amendments  of 
1992.  We  refer  you  to  the  testimony  of  the  American  Indian  Higher  Education  Con- 
sortium which  provides  information  on  the  relatively  small  numbers  of  Indian  teach- 
ers in  Indian  schools.  In  the  Navajo  Nation  schools,  only  one  sixth  of  teachers  are 
Indian.  On  the  Pine  Ridge  Reservation  in  South  Dakota,  70  percent  of  public  school 
students  are  Indian,  but  only  15  percent  of  teachers  are  Indian.  In  the  Box  Elder 
schools  in  Montana,  99  percent  oi  the  students  are  Indian  and  only  18  percent  of 
the  teachers  are  Indian.  In  the  Rocky  Boy  schools  in  Montana,  99  percent  of  the 
students  are  Indian  but  only  27  percent  of  the  teachers  are  Indian.  We  believe  it 
is  extremely  important  for  Indian  and  Alaska  Native  students  to  have  a  large  num- 
ber of  their  teachers  be  Native  people.  It  is  important  from  the  perspectives  of  role 
models  and  of  cultural  sensitivity. 

Title  XX  Social  Services  Block  Grant. — We  recommend  funding  of  at  least  $2.9  bil- 
lion for  Title  XX  Social  Services  Block  grant  as  compared  to  the  Administration's 
request  of  $2.8  billion.  We  are  eager  that  funding  be  increased  for  this  program  be- 
cause it  would  serve  the  efforts  being  made  by  tribes  and  Indian  organizations  to 
amend  the  statute  to  provide  direct  funding  to  tribal  governments  from  this  block 
grant.  It  is  unconscionable  that  this  huge  federal  entitlement  program  for  social 
services  has  been  denied  to  tribal  governments.  Under  the  existing  statute,  funds 
are  distributed  by  formula  to  state  governments  and  to  territorial  governments  but 
not  to  tribal  governments.  Many  federal  programs  contain  specific  allocations  for 
tribal  governments,  and  this  should  be  the  case  for  the  Social  Services  Block  Grant. 
Tribes  are  certainly  in  need  of  the  social  services  funding.  With  direct  funding  from 
the  Title  XX  Social  Services  Block  grant  tribal  governments  could  deliver  these  serv- 
ices to  their  members.  We  believe  that  the  proposed  amendment  to  provide  direct 
funding  to  tribal  governments  will  have  a  much  better  chance  of  success  if  there 
is  at  least  a  modest  funding  increase  in  the  program.  There  would  then  be  no  loss 
of  funds  to  states. 

Library  Services  and  Construction  Act. — We  are  disappointed  that  no  funding  was 
requested  for  construction  under  the  Library  Services  and  Construction  Act,  and  ask 
that  you  provide  at  least  $20  million  for  this  purpose.  Funding  for  libraries  is  ex- 
tremely difficult  for  tribes  and  tribal  colleges  to  access,  and  this  Act  has  provided 
some  much  needed  assistance. 

Native  American  Public  Broadcasting  Consortium. — We  support  the  funding  re- 
quests made  by  the  Native  American  Public  Broadcasting  Consortium  as  part  of  a 
national  minority  public  broadcasting  consortia.  Their  request  for  Corporation  for 
Public  Broadcasting  (CPB)  funding  of  $3  million  for  the  minority  consortia  and  $12 
million  for  the  Multicultural  Programming  Fund  is  consistent  with  Congressional 
reports  which  have  expressed  great  concern  that  CPB  has  not  provided  enough  fi- 
nancial support  to  independent  minority  film  producers  nor  for  multicultural  pro- 
gramming. 
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New  Child  Welfare  initiative. — We  note  that  the  Administration  is  proposing  a 
new  child  welfare  entitlement  program,  for  which  it  has  requested  $60  million  in 
fiscal  year  1994  and  for  which  they  propose  to  fund  at  a  $600  million  level  by  fiscal 
year  1998.  The  authorization  for  this  program  is  part  of  the  reconciliation  legislation 
now  under  development.  We  ask  this  Committee  to  help  ensure  that  any  new  such 
entitlement  makes  provision  for  direct  tribal  government  eligibility. 

In  closing,  we  express  our  support  for  the  Administration's  request  of  $933  million 
for  the  Child  Care  and  Development  Block  Grant,  a  $40  million  increase  over  the 
fiscal  year  1993  level.  Tribes  are  participating  extensively  in  this  program.  We  also 
support  the  $110  million  request  for  the  Even  Start  program,  a  $21  million  increase 
over  the  fiscal  year  1993  level.  Tribaily  operated  schools  are  eligible  for  this  pro- 
gram, but  those  schools  operated  by  the  Bureau  of  Indian  Affairs  are  not.  We  have 
proposed  to  correct  this  problem  through  an  amendment  in  the  Elementary  and  Sec- 
ondary Education  reauthorization  legislation.  And  we  are  pleased  by  the  Adminis- 
tration's request  for  significant  funding  increases  (both  in  the  fiscal  year  1993  sup- 
plemental and  in  the  fiscal  year  1994  budget)  for  Job  Training  Partnership  Act  li- 
fe Summer  Youth  Programs  of  which  the  Indian  summer  youth  programs  tradition- 
ally receive  1.8  percent. 

SUMMARY  OF  RECOMMENDATIONS 

Impact  Aid — $29  million  for  construction;  $935  million  for  program  monies. 

Native  American  Languages  Act  (ANA)— -$5  million. 

Head  Start — support  Administration  request  of  $4.15  billion. 

Tribal  Vocational  Education  Institutions— $4  million. 

Education  Research — allocate  $1  million  of  the  Administration's  requested  $4  mil- 
lion for  research  on  disadvantaged  students  for  an  Indian/Alaska  Native  initiative. 
Report  language  asking  regional  laboratories  to  provide  more  service  on  Indian/ 
Alaska  Native  education. 

Indian  Teacher  Training — $5  million  for  tribal  higher  education  institutions. 

Library  Services  and  Construction  Act — $20  million  for  construction. 

Title  XX  Social  Services  Block  Grant — $2.9  billion  which  compares  to  Administra- 
tion request  of  $2.8  billion. 

Child  Welfare  Initiative — ensure  that  tribal  governments  receive  direct  funding. 

Corporation  for  Public  Broadcasting — $3  million  for  the  national  minority  public 
broadcasting  consortia  and  $12  million  for  the  Multicultural  Program  Fund  within 
funds  allocated  to  CPB. 

Child  Care  and  Development  Block  Grant — Support  Administration  request  of 
$933  million. 

Even  Start — support  Administration  request  of  $110  million. 

JTPA  Summer  Youth  Program — support  Administration  request. 

STATEMENT    OF    JO    ANN    KAUFFMAN,    INDIAN    HEALTH    CARE    RE- 
SOURCE CENTER  OF  TULSA 

Senator  Inouye.  Now,  may  I  call  on  Ms.  Kauffman? 

Ms.  Kauffman.  Thank  you,  Mr.  Chairman,  and  Senator  Gorton. 
It  is  my  pleasure  to  be  here.  I  was  asked  to  testify  by  the  Indian 
Health  Care  Resource  Center  in  Tulsa,  OK,  which  is  one  of  34 
urban  Indian  health  clinics  around  the  United  States. 

Before  coming  here  to  Washington,  DC,  I  ran  the  Seattle  Indian 
Health  Board,  which  is  also  an  urban  Indian  health  clinic  funded 
through  the  Indian  Health  Service. 

Seattle,  just  like  Tulsa,  faces  a  challenge  of  trying  to  elevate  the 
health  status  of  Indian  people  who  find  themselves  in  urban  set- 
tings. In  Tulsa,  for  example,  the  clinic  there  serves  17,000  Amer- 
ican Indian  people  and  has  been  doing  that  for  the  past  18  years. 
And  in  the  effort  of  their  goal  to  improve  the  health  of  Indian  peo- 
ple, they  are  coming  face-to-face  with  the  fact  that  many  of  the 
health  problems  such  as  diabetes,  tuberculosis,  alcoholism,  acci- 
dents, suicides  are  primarily  lifestyle  related,  and  they  cannot  ig- 
nore the  socioeconomic  factors  that  influence  the  poor  health  status 
of  Indian  people. 
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And  that  is  what  brings  us  here  today  in  our  effort  to  encourage 
you  to  put  some  increased  funding  toward  the  Administration  for 
Native  Americans  Program.  ANA  has  been  funded  at  virtually  the 
same  level  since  1978.  In  1978,  they  receive  $33  million  which 
made  a  tremendous  contribution  to  Indian  countries,  but  in  the  16 
years  since  the  President  has  now  recommended  $34  million  for  fis- 
cal year  1994. 

In  essence,  this  has  reduced  the  buying  power  of  this  small  pro- 
gram within  Health  and  Human  Services.  The  Congressional  Re- 
search Service  did  an  analysis  of  1990  constant  dollars  looking  at 
the  money  going  toward  ANA,  and  the  buying  power  of  this  small 
program  is  becoming  almost  nonexistent  as  it  dwindles  down. 

When  you  overlay  this  with  the  fact  that  the  Indian  population 
has  increased  by  40  percent  according  to  the  1990  census,  I  think 
the  need  is  very  significant  and  I  hope  we  will  get  some  attention 
this  year  as  you  make  the  very  many  difficult  decisions  that  you 
have  to  make. 

Some  of  the  things  that  ANA  is  able  to  do  that  other  programs 
cannot  do  is  to  leverage  resources  at  the  local  level.  For  every  $1 
in  ANA  money  that  Congress  appropriates,  another  $6  is  leveraged 
through  public  and  private  investments  into  economic  development 
programs  at  the  local  level. 

Some  of  those  have  included,  at  the  Cheyenne  River  Sioux,  a  buf- 
falo enhancement  project  in  a  rural,  remote  area  that  has  provided 
substantial  benefits  to  the  tribe  increasing  tourism,  commercial 
meat  production,  arts  and  crafts  production,  and  wildlife  enhance- 
ment. 

Another  example  is  the  Talalup  Tribes  in  Washington  State 
where  they  have  developed  a  3-year  project  to  diversify  their  econ- 
omy through  developing  a  business  park,  increased  recreational 
and  tourism  opportunities,  and  zoning  of  Indian  land. 

Another  example  is  in  Nome,  AK,  where  ANA  funding  was  pro- 
vided to  help  train  the  tribal  council  and  the  tribal  court  systems 
in  their  responsibilities  regarding  child  welfare  matters. 

PREPARED  STATEMENT 

ANA  is  one  of  the  few  programs,  through  the  Federal  Govern- 
ment, where  virtually  90  percent  of  the  funds  Congress  appro- 
priates goes  directly  down  to  the  local  level.  It  has  very  low  over- 
head and  it  is  a  very  smart  investment  for  communities  with  one 
of  the  highest  unemployment  rates  in  the  United  States.  And  I 
hope  it  gets  full  consideration. 

Thank  you. 

Senator  Inouye.  Thank  you  very  much,  Ms.  Kauffman.  I  can  as- 
sure you  I  will  do  my  very  best.  I  did  not  realize  that  we  have  in- 
creased $32  to  $34  million  over  16  years. 

Ms.  Kauffman.  $33  million  to  $34  million. 

Senator  INOUYE.  $1  million  in  the  last  16  years. 

[The  statement  follows:] 

Statement  of  Jo  Ann  Kauffman 

Senator  Harkin  and  distinguished  committee  members,  the  trend  of  drastically  re- 
ducing funding  for  the  Administration  of  Native  Americans  (ANA)  projects  has  been 
evident  since  the  mid  1970's.  The  decline  has  increasingly  reduced  the  ability  of  the 
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tribes  and  urban  Native  American  populations  to,  as  the  ANA  program  goals  state, 
promote  (1)  Self-Governance,  (2)  Economic  Development,  and  (3)  Social  Develop- 
ment. We  are  grateful  for  the  Administration  for  Native  Americans  (ANA),  for  with- 
out it,  available  monies  would  be  tied  only  to  specific  programs,  which  do  not  solely 
target  the  Native  American  to  ultimately  increase  their  quality  of  life. 

Just  as  Economic  Reform  is  the  goal  of  the  nation's  new  administration,  social  and 
economic  development  are  also  the  goals  for  both  tribes  and  urban  Native  Ameri- 
cans. These  goals  cannot  be  met  without  increased  ANA  funding.  We  recommend 
that  the  decline  in  funding  trend  be  reversed  so  that  the  Native  American  popu- 
lation can  improve  their  ability  to  create  a  better  standard  of  living  for  themselves 
and  their  families.  We  also  request  that,  through  the  ANA  program,  the  number  of 
years  for  a  particular  project  would  be  extended.  The  three  (3)  years  currently  being 
allowed  for  a  particular  project,  before  the  focus  is  required  to  be  changed,  is  not 
an  adequate  length  of  time  to  make  the  strides  necessary  for  a  program,  business, 
or  event  to  become  self-sufficient.  It  is  with  sincere  thanks  for  the  funding  and  sup- 
port we  have  received,  that  we  ask  you  to  consider  the  above  recommendations. 

The  remainder  of  our  testimony  will  show  you  how  and  in  what  ways  support 
from  ANA  monies  have  and  will  increase  the  quality  of  life  for  the  Native  Americans 
in  Tulsa,  Oklahoma. 

Please  note  that  Indian  Health  Care  Resource  Center  of  Tulsa  (IHCRC),  is  a  com- 
prehensive health  care  facility  that  has  been  serving  Tulsa's  17,091  American  Indi- 
ans for  almost  17  years.  IHCRC  provides  medical,  dental,  behavioral  health,  chemi- 
cal dependency,  optometry,  and  pharmacy  services.  Its  original  long  range  goals 
were  initially  health  oriented.  As  it  integrated  wholistic  individual  and  family  care 
in  its  delivery  of  services,  its  focus  expanded  to  incorporate  economic  and  social  is- 
sues because  these  directly  affect  the  health  status  of  American  Indians.  With  this 
change,  the  IHCRC  Board  began  planning  a  broader  range  of  services.  Its  long 
range  plans,  which  remain  committed  to  health,  also  address  the  underlying  social 
and  economic  problems  which  profoundly  impact  the  health  and  well  being  of  the 
Indian  community.  The  goals  for  this  broader  range  of  services  were  put  in  place 
in  1989,  when  IHCRC  received  ANA  monies  for  its  plans.  It  is  a  unique  situation 
for  a  health  care  facility  to  receive  such  funding.  IHCRC  is  proud  of  the  services 
it  provides  by  meeting  the  Native  American  population's  health  needs  as  well  as 
economic  and  social  needs. 

The  ANA  funds  awarded  to  IHCRC  has  benefited  the  Center  and  the  urban  In- 
dian community  through  several  economic  initiatives.  Being  one  of  two  Indian,  non- 
profit health  care  clinics  in  Oklahoma,  the  clinic  developed  an  economic  develop- 
ment plan  that  would:  (1)  enhance  its  revenue  raising  capabilities,  (2)  provide  a 
source  of  income/jobs  for  the  Indian  community,  and  (3)  educate  the  non-Indian  com- 
munity of  the  Indian  culture  and  economic  status  of  the  Native  Americans  in  the 
Tulsa  area. 

The  ANA  funds  have  allowed  IHCRC  to  develop  for-profit  businesses  consisting 
of  a  broker  service  for  Indian  culturally  related  presentations.  Specifically,  IHCRC 
contracts  with  the  area  business  community  to  provide  Indian  dance  performances, 
art  exhibits,  Indian  food  catering,  and  a  variety  of  other  related  presentations. 

Over  500  Native  American  dancers,  storytellers,  artists,  and  Indian  food  cooks 
have  been  provided  an  opportunity  to  present  the  Indian  culture  to  the  public  as 
it  should  be  presented.  The  benefits  gained  are  threefold:  (1)  the  general  public's 
knowledge  of  the  Native  American  culture  is  enhanced,  (2)  the  performers  receive 
monetary  gain,  and  (3)  IHCRC  moves  closer  to  self-sufficiency  through  generated 
profits  from  the  venture. 

Presently,  IHCRC  is  responsible  for  developing  a  major  annual  Indian  art  show 
in  Tulsa,  called  Tallasi  Winter  Festival.  The  first  Indian  art  show  featured  96  Na- 
tive American  artists,  a  trade  show  for  Indian-owned  businesses,  and  numerous  In- 
dian dancers.  Tulsa's  general  public  and  business  community  have  stressed  the  need 
for  an  event  of  this  nature.  Cooperation  and  participation  from  both  sectors  have 
been  excellent. 

Also  through  the  utilization  of  the  ANA  funds,  IHCRC  organized  the  American 
Indian  Chamber  of  Commerce  of  Tulsa.  Presently,  the  Chamber  has  over  80  Indian- 
owned  business  members  and  meets  monthly  to  disseminate  information,  and  iden- 
tify issues  and  concerns  of  the  business-owners.  The  Chamber  has  conducted  two 
annual  Indian  business  Trade  Shows  for  its  members. 

Board  Training,  specifically  for  the  Indians  in  the  Tulsa  area,  has  also  been  initi- 
ated by  IHCRC.  The  purpose  is  to  include  more  Indian  representation  within  social 
organizations  who  provide  social  services  to  the  community.  To  date,  21  Native 
American  individuals  have  completed  the  training  courses  and  22  organizations 
have  agreed  to  work  with  IHCRC  in  recruiting  Indians  on  their  boards. 


299 

In  addition  to  the  above  programs,  ANA  funds  have  provided  a  means  to  develop 
other  business  opportunities  such  as  the  purchase  of  a  food  concession  trailer.  The 
trailer  is  taken  to  local  outdoor  commumty  events  where  Indian  food  is  prepared 
and  sold  to  the  general  public.  The  venture  provides  temporary  jobs  for  cooks  and 
revenue  for  the  Center. 

IHCRC  has  also  developed  a  used  car  donation  program  with  the  ANA  funds. 
Automobiles  are  donated  to  IHCRC  as  a  tax  write-off  for  the  donor  and  the  vehicles 
are  sold.  The  proceeds  are  utilized  to  provide  health  care  for  the  Native  Americans 
in  the  Tulsa  area. 

The  overall  economic  and  social  benefits  of  the  ANA  funds  to  IHCRC  and  the  com- 
munity have  resulted  in  numerous  jobs  for  Indian  people,  more  representation  from 
the  Indian  commumty  in  reference  to  services  provided,  enhanced  knowledge  of  the 
Indian  culture  by  the  commumty  at  large,  and  an  economic  base  for  IHCRC. 

IHCRC's  ability  to  expand  and  increase  social  and  economic  programs  that  im- 
prove Native  American  self-sufficiency  and  quality  of  life,  as  well  as  for  other  urban 
organizations  and  tribes  across  the  country,  is  only  limited  by  the  amount  of  fund- 
ing it  is  able  to  receive  from  the  Administration  for  Native  Americans. 

Thank  you  for  allowing  Indian  Health  Care  Resource  Center  of  Tulsa  time  on 
your  agenda. 

STATEMENT  OF  JUDGE   ELBRIDGE   COOCHISE,  NORTHWEST  INTER- 
TRIBAL COURT  SYSTEM 

Senator  Inouye.  Now,  may  I  call  on  the  judge,  please? 

Judge  COOCHISE.  Thank  you,  Mr.  Chairman.  My  name  is  El- 
bridge  Coochise.  I  am  with  the  Northwest  Intertribal  Court  Sys- 
tem, and  administrator  and  also  the  chief  judge.  And  I  am  honored 
to  be  here  this  afternoon  to  present  some  comments,  however  I  do 
apologize  for  not  getting  my  written  comments  to  you.  I  will  within 
the  next  2  days. 

Our  system,  the  intertribal  court  system,  provides  basically  tra- 
ditional services  to  our  14  member  plus  1  other  nonmember  tribe, 
plus  27  other  courts  within  the  Northwest  area  in  appellate  serv- 
ices. And  many  of  the  individual  tribes  that  we  work  for  and  rep- 
resent are  small,  with  an  average  of  600  members,  and  cannot  af- 
ford to  run  their  own  operations. 

So  today  I  appear  before  this  subcommittee  to  urge  the  commit- 
tee consider  a  $23.5  million  increase  in  appropriations  for  the  Ad- 
ministration for  Native  Americans  to  expand  this  agency's  legacy, 
a  successful  one  at  that,  of  enabling  and  empowering  tribal  govern- 
ments and  tribal  organizations. 

ANA's  funding  over  the  last  two  decades  has  made  fundamental 
contributions  to  individual  tribal  developments  in  government  im- 
provements, economic  enterprise,  and  social  advancement,  and  ca- 
pabilities to  access  alternate  funding. 

How  this  relates  to  the  whole  justice  process  with  our  system  is 
relevant  because  as  separate,  distinct  political  entities  and  govern- 
ments to  improve  justice  over  all  you  need  to  look  also  at  the  gov- 
ernance aspect  in  creation  of  their  own  laws  and  codes  based  on 
their  norms  and  their  values,  as  in  any  government.  All  law  is 
based  on  norms  and  values  of  that  society.  And  to  do  that  we  need 
assistance  for  our  member  tribes  to  do  that,  and  also  to  improve 
the  economic  life  status  and  development  on  reservations.  Laws 
need  to  be  created  to  assist  in  that  process. 

The  ANA's  continue  to  serve  a  critical  need,  focusing  on  multi- 
year  grant  support  for  tribes  to  improve  in  governance  and  the 
economies  and  social  development.  These  grants  aren't  narrowly 
determined  by  Federal  bureaucracy  but  assist  tribes  logically 
across  a  broad  spectrum  of  tribal  development  needs  as  determined 
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by  tribes  at  the  local  level.  Unfortunately,  as  stated  before,  appro- 
priations for  ANA  has  remained  relatively  the  same  the  past  few 
years. 

Since  there  is  short  time,  I  will  address  our  recommendations  for 
the  fiscal  year  1994  budget  appropriations  for  ANA  to  $58  million 
to  include  $10  million  increase  in  the  ANA  social  and  economic  de- 
velopment strategy  grants  program,  $1  million  provision  for  the 
National  Indian  Policy  Center  located  at  George  Washington  Uni- 
versity, and  initial  $4.5  million  increase  in  funding  for  the  Native 
American  Languages  Act,  and  $8  million  to  increase  in  the  environ- 
mental protection  grants. 

And  having  made  those  recommendations,  I  request  the  consider- 
ation in  the  general  SEDS  program  of  a  30-percent  increase  to 
allow  other  tribes,  other  organizations  to  implement  the  objectives 
of  that  grant  program,  and  10  percent  of  that  to  go  to  special 
projects  which  contribute  to  our  collective  knowledge  about  tribal 
development  and  national  organizations  providing  special  assist- 
ance to  tribes  including  Council  of  Energy  Resource  Tribes,  Na- 
tional Tribal  Environmental  Council,  Native  American  Rights 
Fund. 

And  as  far  as  the  Indian  Policy  Center  the  support,  since  they 
have  had  funding  in  the  past  few  years,  that  void  that  is  filled 
there,  assistance  to  Indian  country  to  consult,  monitor,  analyze, 
and  report  on  a  breadth  of  issues  in  Indian  affairs,  creating  under- 
standing among  tribal  leadership  for  individual  and  collective  pol- 
icy decisions  including  justice  and  the  administration  of  law  in  In- 
dian country,  and  I  think  that  needs  to  be  continued.  I  think  the 
policy  center  has  a  record  of.  creating  and  doing  its  job  as  outlined 
in  a  good  process. 

And  certainly  one  that  is  of  importance  to  justice  in  Indian  coun- 
try is  the  language  issue.  Many  of  our  cultures  are  based  on  the 
language.  It  is  interwoven  into  that.  And  to  develop  justice  as  we 
know  it,  based  on  our  norms  and  values,  our  languages  have  to  be 
protected  and  our  children  need  to  be  able  to  learn  that  process. 
And  since  the  act  was  passed,  no  funding  was  appropriated,  we  re- 
quest that  $4.5  million  be  increased.  In  order  for  us  as  a  society 
to  remain  distinct  communities  based  on  our  culture  and  our  norms 
and  values,  our  language  is  important.  It  is  important  that  we 
maintain  that. 

And  in  the  environmental  area,  as  many  of  us  understand  and 
hopefully  in  most  of  the  world,  that  Indian  country  has  always 
been  a  conscience  in  that  area.  We  respect  our  mother  Earth  and 
the  creatures  that  dwell  here,  and  that  issue  has  to  be  addressed 
so  that  the  whole  globe  and  the  land  is  protected. 

In  conclusion,  I  hope  you  understand  that  tribal  courts  and  ad- 
ministration of  justice  will  improve  in  Indian  country  through  the 
governance  aspect  of  the  ANA-SEDS  grant  process  which  tribes 
have  come  to  rely  on  as  one  that,  as  stated  before,  the  funding  ac- 
tually gets  to  the  tribal  level  to  assist. 

There  have  been  reports  by  the  Civil  Rights  Commission  of  1991 
that  tribal  courts  to  improve  need  basic  funding,  and  tribal  courts 
currently  receive  no  funding  from  the  Justice  Department  and  the 
BIA  continues  to  consider  tribal  courts  a  low  priority  and  funding 
does  not  come  through.  And  we  hope  that  this  alternative  funding 
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will  assist  tribes  in  overall,  through  development  of  their  economic 
strategy,  through  their  governance  in  creating  laws  based  on  their 
values  and  their  norms  in  the  improvement  of  justice  in  Indian 
country. 

Thank  you. 

Senator  Inouye.  Thank  you  very  much,  Judge  Coochise. 

Senator  Gorton. 

Senator  GORTON.  Thank  you,  Mr.  Chairman.  You  are  more  than 
generous. 

I  wonder  if  I  could  ask  any  of  the  four  of  you  who  wishes  to  com- 
ment on  the  question  to  assist  me  on  a  subject  that  is  a  little  bit 
off  those  which  you  precisely  discussed,  and  that  is  your  own  views, 
whether  personal  or  representing  particular  groups  or  clients,  on 
whether  or  not  the  Indian  Health  Service  should  be  a  part  of  or  ex- 
empted from  any  national  health  insurance  reform  proposal  with 
which  Congress  is  going  to  be  dealing  later  on  this  summer? 

And  a  closely  allied  question  to  that,  which  I  would  appreciate 
your  commenting  on,  is  whether  or  not  you  think  that  Native 
American  communities  have  been  appropriately  consulted  in  the 
development  of  whatever  health  care  program  we  arrive  at. 

Ms.  Kauffman.  I  will  try  to  answer  that.  I  have  had  the  oppor- 
tunity to  participate  in  three  meetings  where  the  work  group  that 
was  established  within  the  health  task  force  dealing  specifically 
with  Indian  Health  Service  and  Indian  health  care  consulted  with 
national  Indian  organizations  and  tribes  to  try  to  get  feedback.  And 
at  all  those  meetings,  the  major  problem  was  the  time,  the  short 
period  of  time  for  which  they  could  get  information  out  and  get 
feedback  back  in.  And  so  I  think  everyone  would  agree  that  ex- 
panding consultation  would  be  appropriate.  However,  given  the 
short  period,  I  think  that  everyone  was  appreciative  of  those  oppor- 
tunities. 

The  first  question  you  asked,  I  think  that  question  is  still  not 
settled  and  that  tribes — the  Indian  Health  Service  and  Urban  In- 
dian Health  Providers,  I  think,  will  have  to  see  what  kind  of  legis- 
lation is  proposed  by  the  administration.  But  it  is  going  to  be  vir- 
tually impossible  to  be  totally  excluded  from  national  health  care 
reform  if,  in  fact,  it  occurs  because  right  now  the  Indian  Health 
Service  depends  substantially  on  the  contract  health  service  system 
where  they  purchase  care  from  outside  providers,  and  so  they  al- 
ready have  an  incredible  investment  into  the  industry  right  now, 
and  if  that  industry  changes  the  Indian  Health  Service  is  going  to 
have  to  change,  as  well. 

I  think  the  bottom  line  is  that  there  needs  to  be  individual  choice 
for  individual  Indian  consumers,  and  that  there  needs  to  be  choice 
for  tribal  governments  in  terms  of  their  participation.  And  I  think 
there  are  a  variety  of  options  that  tribes  and  the  task  force  are 
looking  at. 

Mr.  Anderson.  Let  me  address  the  consultation  question  first.  I 
think  it  is  very  good.  We  at  NACI  were  invited  to  testify  at  the  first 
White  House  public  health  fair  task  force  meeting  3  weeks  ago, 
chaired  by  Vice  President  Gore.  The  First  Lady,  Mrs.  Clinton, 
made  a  trip  to  Montana  within  the  last  couple  of  weeks  to  visit 
with  tribes  there.  Groups  like  the  physicians  association  and  the 
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National  Indian  Health  Board  have  been  regularly  part  of  the 
meetings  that  have  taken  place. 

My  understanding  at  this  time  is  that  sometime  before  Memorial 
Day  the  package  will  be  presented,  there  will  be  a  specific  section 
on  Indian  Health  Services  that  we  will  then  have  an  opportunity 
to  comment  on.  So  at  this  stage  we  have  been  fairly  pleased  with 
the  level  of  input  we  have  had.  Also,  the  First  Lady  participated 
in  a  meeting  with  tribal  leaders  that  I  believe  Senator  Inouye  at- 
tended, where  the  views  of  tribal  leaders  were  represented.  So  I 
think  on  the  consultation  side,  right  now  it  has  been  pretty  good. 

Our  basic  testimony  before  the  White  House  health  care  task 
force  was  that  the  separate  legal  statutes  directed  toward  the  im- 
provement of  Indian  health  have  to  be  preserved.  There  are  certain 
things  that  the  statutes  of  Congress  have  passed  like  construction 
of  sanitation  facilities,  like  the  training  of  teachers,  that  would  not 
necessarily  be  part  of  the  overall  health  care  package  or  insurance 
reform.  So  we  have  asked  that  those  specific  features  targeted  to 
tribes  be  preserved. 

The  question,  I  think,  that  will  be  faced  among  many  tribes  now 
is  whether  they  want  to  see  Indian  Health  Services  and  their  own 
tribal  services  opened  up  to  rural  delivery,  health  care  delivery. 
Some  tribes  may  be  in  favor  of  that,  and  I  understand  some  tribes 
even  have  that  system  in  place  now.  Others  are  going  to  want  to 
maintain  the  IHS  structure  fairly  independently. 

I  think  as  long  as  the  funding  is  not  changed,  there  might  be 
some  support  for  opening  up  those  services.  But  I  think  that  we  are 
going  to  have  to  wait  until  the  report  comes  out.  There  may  be  a 
need  for  a  regional  approach  here  rather  than  some  generic  ap- 
proaches for  Indian  Health  Service. 

Senator  GORTON.  Thank  you,  Mr.  Chairman. 

Senator  Inouye.  Thank  you,  very  much. 

STATEMENT  OF  DR.  JOHN  E.  MTDTLING,  THE  SOCIETY  OF  TEACHERS 
OF  FAMILY  MEDICINE 

Senator  INOUYE.  For  our  next  panel,  may  I  call  upon  Dr.  John 
E.  Midtling,  representing  the  Society  of  Teachers  of  Family  Medi- 
cine; Ms.  Helen  Free,  representing  the  American  Chemical  Society; 
Dr.  Mack  Lipkin,  Jr.,  representing  the  Society  of  General  Internal 
Medicine;  Dr.  Sharon  Surrel,  representing  the  American  College  of 
Nuclear  Physicians;  and  Dr.  Judith  C.  Capello,  representing  the 
American  College  of  Foot  and  Ankle  Surgeons. 

Dr.  Midtling. 

Dr.  Midtling.  Thank  you,  Mr.  Chairman  and  Senator  Gorton.  It 
is  a  pleasure  to  be  here  today  to  address  you.  I  would  also  like  to 
thank  you  for  taking  us  slightly  out  of  sequence  because  of  some 
scheduling  difficulties. 

I  have  some  written  testimony  that  I  submitted  and  I  would  like 
entered  into  the  record,  and  I  will  briefly  comment  with  oral  testi- 
mony on  the  summary. 

Senator  Inouye.  All  of  your  formal  statements  have  been  made 
part  of  the  record. 

Dr.  Midtling.  Thank  you. 

I  represent  four  family  medicine  organizations,  and  I  am  here  to 
talk  to  you  about  increased  funding  for  departments  of  family  med- 
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icine  and  family  practice  residency  programs  through  title  VII,  sec- 
tion 747,  of  the  U.S.  Public  Health  Service  Act.  These  are  the  only 
programs  that  specifically  provide  support  funding  for  primary  care 
physicians,  which  is  critical  at  this  pivotal  time  in  our  Nation's  de- 
bate over  health  care  reform,  as  we  recognize  the  need  for  more 
family  physicians  in  our  country. 

Today,  there  are  fewer  family  physicians  practicing  in  America 
than  there  were  20  years  ago,  despite  a  doubling  of  the  physician 
population.  Many  foundations,  congressionally  appointed  commis- 
sions, and  associations  have  recognized  this  shortage,  including  the 
recent  report  of  the  congressionally  appointed  Council  on  Graduate 
Medical  Education. 

This  shortage  has  affected  access  to  care,  particularly  in  the 
rural  areas  and  the  underserved  urban  areas  of  our  country,  it  has 
affected  cost  of  care,  and  it  has  affected  quality  of  care.  It  will  be 
difficult  to  have  meaningful  health  care  reform  in  our  country  un- 
less we  can  do  something  about  the  skewed  distribution  of  physi- 
cian specialists. 

It  will  be  difficult  to  achieve  the  savings  projected  under  man- 
aged competition  if  we  cannot  do  something  to  change  the  general- 
ist/specialist  mix.  Those  entities  that  utilize  a  higher  percentage  of 
generalists  in  the  delivery  of  health  care  have  enjoyed  savings  in 
excess  of  the  traditional  fee-per-service  system. 

Title  VII,  in  my  home  State  of  Wisconsin,  funds  two  programs, 
and  we  hope  to  be  able  to  fund  a  third  program.  I  thought  I  would 
tell  you  a  little  bit  about  those  programs  to  give  you  a  flavor  for 
what  this  funding  does.  First  of  all,  it  funds  a  faculty  development 
program  which  allows  us  to  train  young  entry  level  faculty  in  five 
different  competency  areas  for  careers  in  academic  medicine.  This 
is  important  because  they  serve  as  role  models  for  our  medical  stu- 
dents. 

Second,  it  funds  predoctoral  education,  education  for  medical  stu- 
dents. And  through  this  funding  we  have  been  able  to  develop  a  re- 
quired third  year  clerkship  in  family  medicine  at  our  school  which 
has  been  directly  responsible  in  the  last  2  years  for  increasing  the 
numbers  of  students  going  into  family  practice  from  8  percent  of 
the  class  to  16  percent. 

And  finally,  we  hope  to  develop  education  service  linkages  with 
agencies  such  as  the  Indian  Health  Board  that  was  alluded  to  ear- 
lier. We  have  three  community  health  centers  in  Milwaukee,  and 
we  are  trying  to  develop  education  service  linkages  to  buttress  the 
health  service  delivery  in  the  central  city  of  Milwaukee,  but  also 
to  provide  our  students  and  residents  with  an  experience  working 
in  an  underserved  setting  so  that  ultimately  they  will  go  into  prac- 
tice in  such  a  setting. 

Last  year,  the  funding  for  these  programs  was  cut  from  $43  mil- 
lion to  $38  million.  I  think  it  is  a  sad  irony  that  at  a  time  that  pri- 
mary care  is  seen  as  a  solution  to  our  Nation's  health  care  prob- 
lems we  are  cutting  funding  for  these  very  important  programs.  We 
are  asking  that  the  appropriation  level  for  fiscal  year  1994  be  in- 
creased to  $54  million  from  the  $47  million  in  the  President's  budg- 
et; $54  million  is  the  authorizing  level  for  this  legislation. 

Finally,  we  would  like  to  advocate  for  increased  funding  for  the 
Agency  for  Health  Care  Policy  and  Research.  We  heard  earlier 
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about  the  difficulty  attaining  funding  for  diabetes  research  and 
that  the  pay  line  for  grants  was  16  percent  within  NIH.  The  pay 
line  for  grants  within  the  Agency  for  Health  Care  Policy  and  Re- 
search is  around  9  percent.  Only  9  percent  of  the  grants  are  fund- 
ed. And  primary  care  over  the  last  3  years  has  only  received  11 
new  ROl  grants  for  less  than  $5  million,  compared  to  more  than 
6,000  new  NIH  ROl  grants  for  more  than  $1.3  billion. 

PREPARED  STATEMENT 

The  investment  in  NIH  has  been  a  driving  force  to  overspe- 
cialization  in  medicine.  What  we  need  is  funding  for  primary  care 
research  and  practice-oriented  research,  which  helped  develop  an 
infrastructure  within  primary  care,  which  is  so  important  to  lead 
to  increased  production  of  primary  care  physicians  and  to  be  able 
to  study  health  care  delivery  in  the  primary  care  setting.  I  feel  that 
we  are  asking  for  an  additional  $20  million  for  AHCPR  and  that 
this  money  be  designated  specifically  for  primary  care  research. 

Finally,  I  feel  that  a  relatively  small  investment  in  these  pro- 
grams can  result  in  large  dividends  in  both  increased  access  to  care 
and  improved  and  decreased  cost  of  care. 

Thank  you. 

[The  statement  follows:] 

Statement  of  John  E.  Midtling 

Mr.  Chairman,  I  am  John  Midtling,  MD,  Chairman  of  the  Department  of  Family 
Medicine  at  the  Medical  College  of  Wisconsin  and  Chair  of  the  Academic  Family 
Medicine  Organizations  Legislative  and  Federal  Policy  Subcommittee.  I  am  pleased 
to  be  here  today  on  behalf  of  the  listed  academic  family  medicine  organizations  to 
speak  in  support  of  critical  funding  of  family  medicine  training  programs  and  re- 
search. 

As  you  know,  Section  747  of  Title  VII  of  the  Public  Health  Service  Act  supports 
funding  for  departments  of  family  medicine  in  our  nation's  medical  schools  and  fam- 
ily practice  residency  training  programs,  respectively.  These  funds  are  currently  the 
only  federal  programs  in  existence  explicitly  designed  to  help  alleviate  a  shortage 
of  family  physicians  in  the  nation.  Your  continued  support  for  these  programs  is 
critical  at  this  pivotal  time  in  our  national  debate  over  health  care  reform — when 
we  recognize  the  urgent  need  for  an  increase  in  the  supply  of  family  physicians. 

THE  NATION  NEEDS  MORE  FAMILY  PHYSICIANS 

A  critical  shortage  of  family  physicians  now  exists.  The  October  1992  report  by 
the  Council  on  Graduate  Medical  Education  (COGME),  a  Congressional  advisory 
body,  asserted  that  the  U.S.  has  far  too  few  generalist  physicians,  and  recommended 
increasing  their  numbers  to  50  percent  oi  the  physician  workforce.  In  addition, 
COGME  advocated  boosting  the  number  of  generalist  residency  program  slots  to  50 
percent  of  all  residency  slots.  In  an  era  of  health  care  reform  and  cost  containment 
we  must  look  to  producing  more  generalist  physicians,  such  as  family  physicians. 

Family  physicians  provide  comprehensive  care  in  a  high-quality  manner.  On  aver- 
age 90  percent  of  all  visits  are  resolved  by  the  family  physician  without  referral  or 
consultation.  Family  physicians  care  for  their  patients  from  cradle  to  grave,  deliver- 
ing babies  and  caring  for  individuals  in  every  stage  of  life.  They  provide  a  contin- 
uum of  care  for  individuals  with  diverse  health  problems.  Family  physicians  care 
for  patients  with  serious  and  disabling  conditions,  common  conditions  such  as  colds 
and  flus,  and  for  preventive  services.  They  are  usually  the  first  medical  specialists 
seen  for  life-threatening  conditions  such  as  heart  attacks,  pneumonia,  and  stroke. 
Much  of  the  care  of  patients  with  AIDS,  dementia,  diabetes,  and  other  chronic  dis- 
eases is  in  the  domain  of  primary  care. 

Moreover,  family  physicians  serve  the  medically  needy  in  rural  as  well  as  impov- 
erished inner  city  areas.  They  locate  in  shortage  and  rural  areas  in  larger  propor- 
tions than  other  medical  specialists.  Data  from  the  COGME  report  show  that  of 
physicians  graduating  from  U.S.  allopathic  medical  schools  (1976-1985),  family  phy- 
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sicians  consistently  practiced  in  rural  counties  in  greater  percentages  than  any 
other  specialty,  including  the  other  generalist  specialties.  (COGME,  Oct.  1992,  pg. 
23.) 

COST-EFFECTIVENESS  OF  FAMILY  PHYSICIANS 

Not  only  are  family  physicians  more  likely  to  practice  in  rural  and  urban  under- 
served  areas,  but  the  care  they  provide  is  more  cost-effective.  The  authors  of  the 
recent  Medical  Outcomes  Study  (JAMA,  March  25,  1992)  studied  treatment  patterns 
across  specialties  and  found  that  large  differences  in  utilization  exist,  with  family 
physicians  being  far  more  cost-effective  due  to  their  prudent  use  of  hospital  services, 
tests  and  expensive  procedures.  This  pattern  holds  true  even  after  accounting  for 
patient  mix. 

There  have  been  a  number  of  papers  suggesting  that  one  important  reason  why 
the  Canadian  health  care  system  provides  universal  access  to  health  care  at  30  to 
40  percent  lower  cost  than  in  the  United  States  is  because  50  percent  of  all  physi- 
cians in  Canada  are  family  physicians.  This  observation  is  supported  by  similar  cir- 
cumstances and  much  lower  costs  in  Great  Britain  and  Western  Europe.  In  the  past, 
when  the  United  States  had  a  percentage  of  generalists  similar  to  those  of  Great 
Britain  and  Western  Europe  its  nealth  care  costs,  as  a  percentage  of  gross  national 
product,  were  also  similar  to  those  countries.  As  the  United  States  moved  away 
from  generalism  our  costs,  as  a  percentage  of  GNP,  diverged  from  those  experienced 
by  Great  Britain  and  Western  Europe. 

WHY  TITLE  VII  PROGRAMS  ARE  SO  IMPORTANT 

Title  VII  funds  for  the  training  of  family  physicians  are  designed  to  help  reverse 
this  trend  of  declining  production  of  family  physicians.  One  indication  of  the  need 
for  increased  support  for  family  medicine  education  funds  is  the  scarcity  of  medical 
school  faculty.  In  fact,  the  approximate  number  of  full-time  faculty  in  U.S.  medical 
schools  in  departments  of  family  medicine  is  only  2,100  compared  to  16,700  in  medi- 
cine, 15,500  in  basic  sciences,  and  5,800  in  surgery  departments.  (COGME)  This 
Committee  has  supported  these  programs,  and  we  thank  you  for  that  support,  but 
more  needs  to  be  done. 

In  Wisconsin,  Title  VII  family  medicine  grants  have  funded  a  faculty  development 
program  which  has  allowed  us  to  train  entry  level  faculty  in  five  competency  areas: 
teaching,  academic  administration,  medical  writing,  research  and  career  develop- 
ment skills.  This  training  is  important  to  enhance  their  effectiveness  in  an  academic 
environment.  Title  VII  has  also  provided  funding  for  pre-doctoral  education,  ena- 
bling us  to  conduct  a  third  year  required  clerkship  in  family  medicine.  This  has  di- 
rectly resulted  in  increasing  our  production  of  students  making  family  medicine  a 
career  choice  from  8  percent  to  16  percent  in  the  past  two  years  since  receiving  this 
grant.  We  have  also  been  able  to  develop  an  education/service  linkage  between  one 
of  our  residency  programs  and  a  federally  funded  community  health  center.  This  can 
help  buttress  service  delivery  in  an  inner-city  environment  and  encourage  more  resi- 
dents to  enter  practice  in  such  settings.  Without  additional  patient  care  revenue 
available  to  free  up  faculty  time  to  take  on  educational  duties,  or  an  infrastructure 
of  funding  for  support  of  primary  care  research,  similar  to  what  is  available  for  bio- 
medical research,  Title  VII  monies  are  the  only  funds  explicitly  available  to  help 
support  departments  of  family  medicine  and  family  practice  residency  programs.  As 
such,  these  funds  are  critical  in  supporting  a  national  goal  of  producing  more  family 
physicians.  We  are  asking  for  an  appropriation  level  to  fund  these  programs  equal 
to  the  authorization  level  of  $54  million. 

AGENCY  FOR  HEALTH  CARE  POLICY  AND  RESEARCH 

Also  of  concern  to  the  academic  family  medicine  community  is  funding  for  the 
Agency  for  Health  Care  Policy  and  Research  (AHCPR).  AHCPR's  mandate  specifies 
clinical  practice  research  to  include  primary  care  and  practice-oriented  research.  Re- 
search funding  availability  is  also  an  important  factor  in  increasing  the  number  of 
physicians  going  into  primary  care  medicine.  This  mandate  to  the  agency  has  given 
hope  that  much  needed  primary  care  research  would  receive  federal  attention  and 
support  and  be  able  to  provide  the  nation  with  a  great  deal  of  information  to  help 
control  costs  of  health  care  and  improve,  or  reduce,  morbidity  and  mortality.  More 
needs  to  be  done,  however.  Unfortunately,  funding  from  AHCPR  for  primary  care 
research  has  been  very  small.  In  the  last  three  funding  cycles  (covering  a  year,  but 
not  coinciding  with  the  fiscal  year)  only  11  primary  care  ROl  grants  were  funded. 
This  compares  with  5,634  NIH  ROl  grants.  In  addition,  in  this  same  time  period 
just  over  $5  million  went  to  fund  these  grants  compared  to  approximately  $1.3  bil- 
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lion  spent  in  fiscal  year  1993  (est)  on  5,634  new  ROl  grants  for  biomedical  research 
at  NIH. 

RECOMMENDATIONS  FOR  FAMILY  MEDICINE  TRAINING  AND  RESEARCH 

The  authorization  level  for  Section  747,  family  medicine  training,  has  increased 
to  $54  million  for  fiscal  year  1994.  Unfortunately,  funding  for  these  programs  was 
cut  last  year  from  approximately  $43  million  to  only  $38  million  for  fiscal  year  1993. 
It  is  a  sad  irony  that  at  a  time  when  primary  care  is  finally  coming  to  be  seen  as 
a  critical  part  of  the  solution  to  some  of  our  nation's  health  care  woes,  funding  for 
programs  to  support  the  production  of  family  physicians  has  been  cut.  It  is  critical 
that  this  situation  be  reversed  and  that  Section  747  be  funded  as  generously  as  pos- 
sible. We  are  asking  for  an  appropriation  level  equal  to  the  authorization  level  of 
$54  million. 

In  order  to  support  critical  practice-oriented  primary  care  research  we  are  asking 
that  an  additional  $20  million  above  the  President's  request  be  appropriated  to  the 
Agency  for  Health  Care  Policy  and  Research  and  designated  for  primary  care  re- 
search. 

Senator  INOUYE.  We  are  well  aware  that  if  the  health  program 
is  to  work,  family  care  physicians  will  have  to  play  a  greater  role. 
And  so,  as  you  say,  it  makes  good  sense.  If  we  want  success  we  had 
better  look  after  the  primary  care  providers,  and  we  will  do  our 
best,  because  otherwise  this  new  health  reform  program  just  might 
not  work. 

Dr.  Midtling.  We  appreciate  your  support. 

STATEMENT  OF  HELEN  M.  FREE,  AMERICAN  CHEMICAL  SOCIETY 

Senator  Inouye.  Now,  may  I  call  on  Ms.  Helen  Free? 

Ms.  Free.  Thank  you,  Mr.  Chairman.  My  name  is  Helen  Free, 
and  I  am  the  president  of  the  American  Chemical  Society,  the 
world's  largest  scientific  organization  with  145,000  members.  In  my 
professional  life,  I  have  been  employed  by  the  diagnostics  division 
of  Miles,  Inc.,  for  almost  50  years.  And  I  would  like  to  take  this 
opportunity  today  on  behalf  of  the  ACS  to  comment  on  three  spe- 
cific areas  of  the  fiscal  year  1994  budget  request  for  the  National 
Institutes  of  Health,  basic  research,  advanced  instrumentation,  and 
traineeships. 

The  ACS  is  keenly  aware  of  the  fiscal  constraints  facing  this 
Committee,  and  the  Society's  recommendations  balance  this  con- 
cern with  the  conviction  that  basic  fundamental  research  in  the 
health-related  sciences  holds  the  key  to  future  innovations  and 
technological  advancements.  To  improve  the  health  and  well-being 
of  the  Nation's  citizenry,  enhance  national  revenue,  and  help  con- 
tain health  care  costs  through  the  development  of  new  medical 
treatments  and  the  promotion  of  wellness  in  our  population. 

Within  NIH,  the  National  Institutes  of  General  Medical  Sciences 
supports  research  that  is  not  targeted  to  specific  diseases.  Research 
supported  by  NIGMS  enables  every  other  Institute  at  NIH  to  carry 
out  its  mission.  Treating,  curing,  or  preventing  illnesses  such  as 
AIDS  and  cancer  requires  a  fundamental  understanding  of  their 
underlying  chemical  and  biological  process.  Viable  treatments  for 
many  diseases  do  not  exist  today  because  we  still  lack  this  fun- 
damental knowledge.  It  is  NIGMS-supported  research  which 
searches  for  these  underlying  principles. 

And  with  that  in  mind,  the  Society  strongly  urges  Congress  to 
provide  NIGMS  with  at  least  $860  million  in  fiscal  year  1994,  an 
increase  equal  only  to  inflation.  This  will  allow  NIGMS  to  continue 
to  take  full  advantage  of  available  research  opportunities. 
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And  now,  I  would  like  to  turn  to  the  National  Center  for  Re- 
search Resources  and  its  critical  role  in  supporting  advanced  in- 
strumentation. Modern  instrumentation  makes  unprecedented  find- 
ings possible  and  accelerates  the  pace  at  which  many  discoveries 
can  be  made.  Instrumentation  crucial  to  basic  research  often  is  re- 
fined and  modified  for  use  in  diagnostic  and  clinical  applications. 
Two  prominent  examples  of  such  refinements  are  x  rays  and  mag- 
netic resonance  imaging,  MRI.  Both  of  these  have  directly  benefited 
many  of  us  here. 

Therefore,  the  Society  strongly  urges  Congress  to  support  the 
President's  request  of  a  4.9-percent  increase  over  fiscal  year  1993 
appropriations  for  NCCR. 

The  third  critical  area  is  training.  NIGMS  is  key  to  the  training 
of  health  researchers.  It  is  the  broadly  trained  scientist,  equipped 
with  necessary  knowledge  and  insight  in  a  variety  of  fields,  who 
can  fully  pursue  the  opportunities  for  discoveries  in  the  future.  To 
continue  the  momentum  developed  through  past  investment  in 
NIH,  and  to  prepare  researchers  to  make  the  discoveries  of  the  fu- 
ture, the  ASC  advocates  continued  funding  for  interdisciplinary 
NIGMS  training  programs. 

In  closing,  the  ACS  would  like  to  commend  Congress  for  its 
strong  support  of  NIH.  It  might  seem  prudent  in  a  time  of  a  tight 
budget  to  focus  on  short-term  strategy,  concentrating  on  specific 
diseases.  Such  a  strategy,  though,  does  not  recognize  the  impor- 
tance and  value  of  basic  research  to  health  advances  and  to  the  Na- 
tion's economic  competitiveness.  Without  continued  and  stable  sup- 
port, the  ability  to  conduct  research  will  erode  rapidly.  Such  ero- 
sion can  be  reversed  only  with  great  difficulty,  especially  in  these 
areas  of  basic  research,  instrumentation,  and  training. 

PREPARED  STATEMENT 

If  implemented,  the  Society's  recommendations  would  help  en- 
sure a  more  responsive  production  and  adept  research  enterprise, 
and  just  as  importantly,  these  recommendations  support  a  thor- 
ough understanding  of  nealth,  wellness,  and  the  prevention  of  dis- 
ease, thus  lessening  the  huge  cost  increases  in  our  health  care  de- 
livery system. 

And  we  thank  you  for  your  attention. 

Senator  INOUYE.  Thank  you  very  much,  Ms.  Free. 

[The  statement  follows:] 

Statement  of  Helen  Free 

As  the  Subcommittee  on  Labor,  Health  and  Human  Services,  Education,  and  Re- 
lated Agencies  deliberates  on  its  fiscal  year  1994  Appropriations  bill,  the  American 
Chemical  Society  (ACS)  would  like  to  make  certain  recommendations  regarding  the 
National  Institutes  of  Health  (NIH).  Specifically,  the  American  Chemical  Society 
urges  Congress  to:  provide  a  minimum  of  $860  million  for  the  National  Institute  of 
General  Medical  Sciences  (NIGMS)  which  is  an  increase  at  least  egual  to  the  level 
of  inflation;  fully  support  the  President's  request  of  $2.14  billion  for  the  National 
Cancer  Institute  (NCI),  and  $1.08  billion  for  the  National  Institute  of  Allergies  and 
Infectious  Diseases  (NIAID),  while  safeguarding  the  basic  research  arms  of  these  in- 
stitutes- and  support  the  National  Center  for  Research  Resources  (NCRR)  budget  re- 
quest of  $328  million. 

The  ACS  is  keenly  aware  of  the  fiscal  constraints  under  which  the  fiscal  year 
1994  budget  must  be  developed,  and  of  the  growing  demand  that  federally  supported 
research  focus  on  national  needs.  Our  recommendations  balance  these  concerns  with 
the  conviction  that  basic,  fundamental  research  holds  the  key  to  future  innovations 
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and  technological  advancements — advancements  that  will  improve  the  health  and 
well-being  of  the  Nation's  citizenry,  enhance  national  revenue,  and  help  contain 
health-care  cost  through  the  development  of  new  medical  treatments.  With  this  un- 
derstanding, the  ACS  will  now  detail  its  thoughts  on  the  importance  of  three  key 
elements — -basic  research,  instrumentation,  and  traineeships — essential  to  the  con- 
tinued success  of  the  NIH  research  enterprise. 

BASIC  RESEARCH 

Advances  in  health-related  research  prevent  disease  and  improve  the  Nation's 
productivity,  reduce  health  care  costs,  create  new  industries  and  jobs,  and  provide 
substantial  benefits  for  the  American  people.  Many  cost-saving  and  life-saving  ad- 
vancements have  their  genesis  in  the  scientific  knowledge  and  insight  gained 
through  researchers  seeking  answers  to  the  fundamental  questions  underlying  life 

Erocesses.  Chemistry  plays  a  vital  role  in  the  discovery  process  and  is  a  critical  ena- 
ling  component  of  the  pharmaceutical  and  biotechnology  industries.  NIH  histori- 
cally has  been  a  strong  supporter  of  basic  chemical  science  research,  and  the  United 
States  has  benefited  dramatically  from  these  investments  as  a  result.  Continued  ad- 
vances in  health  care  require  sustained  investment  in  future  treatments  that  will 
be  generated  through  NIH-supported  basic  research. 

The  pharmaceutical  and  biotechnology  industries  quite  sensibly  focus  on  short- 
term  research,  and  rely  on  academic  scientists  to  do  most  of  the  fundamental  re- 
search that  underlies  their  applied  work.  However,  the  important  balance  between 
strategic  and  core  research  activities  in  the  private  sector  is  shifting  further  toward 
targeted  research.  If  NIH's  research  investment  strategy  mirrors  this  shift  and 
moves  too  far  toward  targeted  research,  the  revolutionary  discoveries  necessary  for 
future  advancements  may  be  delayed  significantly.  It  is  critically  important  that 
NIH  maintain  the  balance  in  the  Nation  s  health  research  enterprise  by  taking  a 
long-term  view  and  ensuring  that  the  fundamental  knowledge  base  continues  to  ex- 
pand. The  future  well-being  of  the  Nation's  citizens,  maintaining  the  strength  of  the 
pharmaceutical  and  biotechnology  industries,  and  potential  significant  health-care 
cost  reductions  depend  on  NIH's  support  of  basic  research.  With  that  in  mind,  the 
ACS  supports  the  President's  request  for  $2.14  billion  for  NCI  and  for  $1.08  billion 
for  NIAID. 

The  ACS  is  deeply  concerned,  however,  that  President  Clinton's  proposed  budgets 
for  NCI  and  NIAID,  which  emphasize  targeted  research,  do  not  provide  adequate 
funding  to  preserve  the  balance  between  near-term  strategic  investments  and  long- 
term  basic  research.  Just  as  a  balance  must  be  maintained  between  "strategic"  and 
"core"  research  initiatives  on  a  national  level,  a  balance  also  must  be  maintained 
within  the  institutes  themselves  to  ensure  continued  progress.  Therefore,  the  ACS 
urges  Congress  to  safeguard  the  basic  research  activities  of  NCI  and  NIAID  by  en- 
couraging an  appropriate  balance  between  core  and  targeted  research  initiatives. 

In  the  past,  it  often  took  many  years  for  practical  applications  to  develop  from 
basic  research  efforts.  Today,  that  development  time  has  been  dramatically  short- 
ened, sometimes  to  under  one  year,  allowing  for  quick  utilization  of  new  basic  re- 
search advances.  As  a  result,  basic  health-related  research  produces  rapid  returns, 
both  for  the  economy  and  for  the  improved  health  of  all  Americans.  NIGMS  sup- 
ports health-related  basic  research.  Unlike  the  other  institutes,  NIGMS-supported 
basic  research  is  not  targeted  to  specific  diseases.  Its  impact  is  far  broader.  NIGMS 
research  is  crucial  in  developing  new  knowledge  and  research  tools  that  can  be  uti- 
lized and  advanced  further  by  the  biotechnology/chemical  industry  to  address  a  mul- 
titude of  diseases  and  disorders.  In  the  struggle  to  maintain  the  core/strategic  re- 
search balance,  NIGMS  plays  a  principal  role.  The  ACS  believes  that  President 
Clinton's  proposed  0.1  percent  increase  in  NIGMS'  budget  in  fiscal  year  1994  does 
not  reflect  the  importance  and  the  ability  of  NIGMS-supported  research  to  contrib- 
ute to  the  Nation's  health  and  economic  competitiveness.  Therefore,  the  Society 
urges  Congress  to  provide  NIGMS  with  at  least  $860  million  in  fiscal  year  1994, 
an  increase  at  least  equal  to  inflation. 

ADVANCED  INSTRUMENTATION 

Access  to  modern  instrumentation  is  an  essential  component  of  any  successful 
basic  research  program.  Increasingly,  questions  that  must  be  answered  to  develop 
viable  treatments  Tor  illness  and  disease  are  at  the  molecular  level.  For  example, 
the  physical  shape  of  viruses,  the  replication  of  DNA  and  proteins,  the  mechanism 
by  which  cells  divide  and  reproduce,  and  the  interaction  of  pharmaceuticals  and  the 
agents  to  which  they  bind  in  the  body  (i.e.  chemically  designed  chemotherapeutic 
agents  targeted  for  binding  with  cancer  cells)  are  chemical  phenomena.  Modern  in- 
strumentation allows  researchers  to  probe  and  to  answer  the  chemical  questions 
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that  currently  limit  our  ability  to  treat  or  to  prevent  many  illnesses.  The  ACS  is 
concerned  that  funding  for  NIH  instrumentation  programs  has  declined  dramati- 
cally in  recent  budgets.  The  reduced  support  has  begun  eroding  the  research  com- 
munity's instrumentation  infrastructure,  severely  compromising  the  potential  for 
new  discoveries.  In  response  to  the  decline  in  support  for  instrumentation,  the  Soci- 
ety recommends  that  Congress  encourage  NIH  to  rejuvenate  programs  supporting 
instrumentation,  such  as  the  Shared  Instrumentation  Program,  by  fully  funding 
NCRR  at  the  President's  fiscal  year  1994  request  of  $328  million. 

TRAINEESHIPS 

Another  integral  part  of  a  productive  research  enterprise  is  the  ability  to  train 
scientists.  Both  the  scientists  trained  through  NIH  support  and  the  results  of  their 
research  are  utilized  in  the  health-related  industries.  The  pharmaceutical  industry 
is  a  major  employer  of  this  research  talent  and  an  important  contributor  to  the  U.S. 
economy.  The  success  of  these  industries  depends  strongly  on  the  quality  of  scientist 
it  employs.  Training  programs  supported  by  NIH  attract  the  best  scientists  in  the 
Nation.  The  recipients,  who  as  a  result  of  receiving  NIH  training  awards  have  the 
opportunities  to  work  in  the  premier  research  laboratories  in  the  United  States,  are 
better  able  to  enter  the  industrial  sector  and  to  bring  their  expertise  and  experi- 
ences to  bear  on  research  projects  that  benefit  the  health  of  Americans.  NIH  train- 
ing programs  are  essential  to  any  effective  technology-transfer  initiative.  Thus,  the 
rewards  of  NIH  training  programs  are  realized  in  the  short-term  in  the  form  of  new 
and  improved  technologies  on  which  industries  can  capitalize,  and  in  the  long-term 
in  the  form  of  deeper  insights  into  the  mechanisms  underlying  health  and  disease. 

Chemists  have  played  a  major  role  in  revolutionizing  the  health-related  industries 
and  the  practice  of  medicine  by  introducing  a  molecular-level  understanding  of  dis- 
ease and  disorders.  Chemistry  is  a  ubiquitous  and  enabling  science  that  advances 
the  fundamental  understanding  of  living  systems.  Training  programs  administered 
by  NIH,  and  NIGMS  in  particular,  provide  opportunities  for  chemists  to  train  in  the 
medical  sciences  and  for  medicinal  scientists  to  be  more  highly  trained  in  the  chemi- 
cal sciences.  NIGMS  is  the  Nation's  primary  supporter  of  training  in  the  basic 
sciences,  including  the  chemical  sciences.  The  0.1  percent  increase  in  NlGMS's  fiscal 
year  1994  budget  proposed  by  President  Clinton  compromises  the  Institute's  ability 
to  provide  solid  support  for  training  programs,  and  for  the  core  research  activities 
cited  previously.  A  decrease  in  support  for  training  threatens  not  only  the  prospect 
of  new  discoveries  being  made,  but  also  the  quality  of  scientists  entering  industrial 
laboratories,  ultimately  weakening  one  of  the  strongest  positive  components  of  the 
United  States'  economy.  In  order  to  continue  making  sound  investments  in  training 
and  preparing  scientists  to  meet  the  Nations  health-care  needs,  the  ACS  urges  Con- 
gress to  fund  NIGMS  at  a  level  no  lower  than  $860  million. 

The  American  Chemical  Society  asserts  that  while  it  might  seem  prudent  in  time 
of  tight  budgets  to  focus  on  a  short-term  strategy  that  concentrates  exclusively  on 
disease-specific  research,  such  a  strategy  is  not  fully  cognizant  of  the  importance 
and  value  of  basic  research  to  health  aavances  and  to  the  Nation's  economic  com- 
petitiveness. The  fundamental  underlying  knowledge  needed  to  enable  effective  ap- 
proaches to  cancer,  AIDS,  tuberculosis,  and  many  other  diseases  has  simply  not 
been  discovered.  To  make  these  discoveries,  further  investment  and  greater  atten- 
tion to  the  fundamental  research  underlying  these  health  problems  will  be  nec- 
essary. Furthermore,  without  continuity  and  stability  of  support  for  basic  research, 
the  capability  to  conduct  research  can  erode  rapidly.  Such  capabilities  are  reversed 
only  with  great  difficulty,  especially  in  the  areas  of  basic  research,  instrumentation, 
ana  training.  Growth  that  does  not  meet  inflation  threatens  and  compromises  the 
long-term  strength  of  NIH's  health-research  enterprise,  and  inhibits  our  Nation's 
ability  to  manage,  cure,  and  prevent  disease.  If  implemented,  the  Society's  rec- 
ommendations would  help  ensure  a  more  responsive,  productive,  and  adept  research 
enterprise.  Furthermore,  these  recommendations  will  help  enable  a  more  thorough 
understanding  of  health,  wellness,  and  the  prevention  of  disease,  thereby  lessening 
the  huge  cost  increases  in  our  healthcare  delivery  system. 

The  attached  Appendix  provides  a  detailed  look  at  the  three  areas  outlined  above. 
For  each  of  these  areas,  examples  are  given  of  the  rewards  now  being  realized  from 

J>ast  NIH  investments  in  the  chemical  sciences.  The  highlighted  examples  range 
rom  drug  therapies  developed  to  manage  hypertension  and  nypercholesteremia  to 
the  development  of  three-dimensional  diagnostic  techniques  used  to  identify  and  lo- 
cate disease  in  the  human  body.  Similarly,  potential  advances  in  health  care,  such 
as  treatments  for  Alzheimer's  and  AIDS,  are  discussed  in  the  context  of  current  re- 
search activities.  The  Appendix  also  notes  how  the  ACS  recommendations  will  posi- 
tively impact  the  realization  of  these  advances  in  the  future. 
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The  American  Chemical  Society,  with  a  membership  of  over  145,000  chemical  sci- 
entists and  engineers — 60  percent  of  whom  are  employed  by  industry — commends 
Congress  for  its  recognition  of  the  vital  role  NIH  plays  in  the  Nation's  health  and 
security.  The  Society  urges  Congress  to  continue  to  support  basic  research  activities, 
instrumentation  needs,  and  training  of  scientists,  especially  as  they  related  to 
health  care  opportunities.  The  American  Chemical  Society  would  welcome  the  oppor- 
tunity to  discuss  in  more  detail  its  concerns  with  the  Subcommittee. 

Appendix 

The  Nation's  ability  to  respond  to  the  health  challenges  of  today,  as  well  as  to 
maintain  world  leadership  in  the  pharmaceutical  and  biotechnology  industries,  de- 

Bends  on  scientific  advances  resulting  from  long-term  support  of  basic  research.  The 
fational  Institutes  of  Health  (NIH)  nave  played  the  key  role  in  the  United  States' 
success  in  both  of  these  areas.  The  chemical  sciences  have  been  an  integral  and  es- 
sential component  of  health  care  advances,  and  underpins  the  health  care  and  bio- 
technology industries.  Three  elements  that  will  help  ensure  the  United  States'  con- 
tinued success  in  this  area  are:  basic  research  into  questions  that  underlie  life  proc- 
esses, modern  instrumentation,  and  interdisciplinary  training  of  scientists.  *  *  * 

BASIC  RESEARCH 

NIH  supports  a  strong  contingent  of  scientists  who  conduct  various  types  of  re- 
search ranging  from  basic  science  to  disease-specific  clinical  trials.  When  appraising 
the  total  NIH  research  enterprise,  the  American  Chemical  Society  (ACS)  is  acutely 
aware  of  the  need  for  a  strong  basic  research  program.  The  fruits  of  basic  research 
efforts  are  plentiful.  For  example,  one-half  century  ago,  high-performance  pharma- 
ceuticals that  can  be  used  to  manage  hypertension  and  elevated  blood  cholesterol 
levels,  cure  pneumonia,  and  prevent  polio  did  not  exist.  Today,  vaccines,  antibiotics, 
and  other  pharmaceuticals  routinely  save  and  prolong  lives,  and  improve  the  quality 
of  life  for  those  who  suffer  from  various  illnesses — these  extraordinary  accomplish- 
ments were  realized  only  by  employing  the  vast  knowledge  base  accumulated 
through  years  of  dedication  and  intense  investigations  into  basic  chemical  and  bio- 
logical phenomena.  As  basic  research  efforts  have  played  an  important  role  in  ena- 
bling scientists  to  overcome  formidable  hurdles  in  trie  past,  it  is  equally,  if  not  more 
important,  to  support  a  strong  and  productive  basic  research  program  at  the  Na- 
tional Institutes  of  Health  today.  Continued  investment  in  basic  research  will  enable 
us  to  tackle  the  health  needs  and  challenges  of  today  and  prepare  us  for  those  of 
tomorrow.  Therefore,  the  ACS  urges  that  Congress  provide  strong  support  for  basic 
research  at  NIH,  particularly  through  the  National  Institute  of  General  Medical 
Sciences  (NIGMS),  the  National  Cancer  Institute  (NCI),  and  the  National  Institute 
for  Allergies  and  Infectious  Diseases  (NIAID). 

With  an  eye  toward  tomorrow's  health  needs,  the  ACS  would  like  to  emphasize 
the  key  enabling  role  that  basic  chemical  science  will  continue  to  play  in  future  ad- 
vancements and  discoveries.  The  discovery  and  development  of  new  drug  therapies, 
particularly  pharmaceuticals,  require  significant  chemistry-based  input.  Chemistry 
is  essential  in  identifying  specific  disease-related  molecular  targets  for  therapy,  as 
well  as  in  discovering  chemical  entities  that  can  be  used  for  treatment.  One  example 
of  the  critical  role  chemistry  plays  is  the  discovery  of  angiotensin-converting  enzyme 
and  HMG-CoA  reductase  as  important  enzymes  for  regulation  of  blood  pressures 
and  cholesterol  biosynthesis,  respectively,  which  have  led  to  the  development  of  en- 
zyme inhibitors  that  are  highly  effective  new  therapies  for  hypertension  and 
hypercholesterolemia.  These  two  conditions  combined  affect  tens  of  millions  of 
Americans  today. 

To  further  emphasize  the  value  of  basic  research,  and  the  role  of  chemistry  in  this 
process,  it  is  useful  to  consider  the  process  by  which  new  drug  therapies  are  devel- 
oped. Today,  the  majority  of  new  pharmaceuticals  are  discovered  through  a  mecha- 
nism-based approach,  employing  the  results  of  past  basic  chemical  research  in  en- 
zyme mechanisms  and  bioorganic  chemistry  to  rationally  design  novel  pharma- 
ceuticals. The  mechanism-based  approach  often  requires  modeling  drug-receptor 
interactions  using  sophisticated  computer  techniques  that  have  been  developed  in 
basic  chemical  research  programs,  frequently  supported  by  NIH.  The  target  com- 
pounds are  then  synthesized  and  analyzed  for  biological  usefulness,  utilizing  the 
novel  methodologies  that  have  arisen  from  basic  research  in  synthetic  organic  chem- 
istry. Physical  organic  chemistry  also  makes  important  contributions  to  the  drug 
discovery  process.  Specifically,  physical  organic  methods  are  employed  to  investigate 
solvent  effects  and  chemical  shape,  and  how  they  impact  drug  receptor  interactions 
and  molecular  recognition  mechanisms.  The  relationship  between  structure  and  re- 
activity are  of  particular  importance  to  understanding  enzymatic  activity  and  reac- 
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tion  rates.  Ultimately,  the  products  of  rational  drug  design  may  offer  viable  thera- 
pies for  a  given  illness  or  disease;  or  afford  invaluable  tools  to  further  probe  biologi- 
cal mechanisms.  The  latter  of  these  two  outcomes  begins  the  discovery  cycle  anew 
and  often  results  in  new  critical  biological  insight  upon  which  further  chemical  in- 
quiry can  be  based. 

Chemistry  also  has  played  a  key  role  in  the  important  emerging  technologies  such 
as  antisense,  triplex  regulation,  ribozymes,  and  collections  of  peptides.  The  first 
three  technologies  mentioned  afford  a  general  approach  to  discovering  novel  phar- 
maceuticals, and  provide  important  tools  for  understanding  the  underlying  causes 
of  disease.  Furthermore,  these  technologies  allow  new  approaches  for  treating  dis- 
ease to  be  tested,  even  in  the  absence  of  novel  pharmacological  agents.  The  advan- 
tages of  peptide  collections  and  other  combinatorial  technologies  are  directed  toward 
the  problem  of  finding  new  potential  chemical  substances  for  use  as  pharma- 
ceuticals. Specifically,  these  methodologies  provide  the  ability  to  rapidly  test  large 
collections  of  organic  compounds  for  pharmaceutical  activity.  The  screening  process 
also  allows  for  an  accelerated  and  efficient  approach  to  identifying  potential  sub- 
stances which  can  then  be  converted  to  a  drug  by  the  techniques  of  medicinal  chem- 
istry. 

As  evidenced  by  the  above  discussion  and  illustrations,  a  chemical -level  under- 
standing and  approach  to  medicine  is  increasingly  important  and  necessary  for  the 
successful  discovery  and  development  of  new  medicines.  It  is  essential  to  understand 
the  fundamental  biological  and,  therefore,  chemical  processes  that  underlie  disease 
and  illness  to  understand  their  behavior  and  to  develop  treatments  and/or  cures. 
Unfortunately,  little  is  known  about  the  mode  of  action  for  many  diseases,  and  far 
less  about  a  method  of  treatment.  The  empowering  role  that  basic  research,  particu- 
larly in  the  chemical  sciences,  will  play  in  answering  these  questions  cannot  be 
overstated.  Attempts  to  understand  disease  and  illness  at  the  chemical  level  are 
presently  underway  in  laboratories  across  the  country,  many  of  which  are  funded 
by  one  or  more  Institutes  at  NIH. 

NIGMS,  in  particular,  is  a  major  supporter  of  this  process.  This  Institute  supports 
research  that  enables  the  discovery  process  to  begin.  NIGMS  funds  basic  research 
not  targeted  at  specific  diseases,  but  rather  on  the  fundamental  processes  that  un- 
derlie life  and  illness  which  ultimately  provides  insight  into  many  diseases.  Basic 
research  efforts  supported  by  NIGMS  also  may  provide  the  tools  to  unlock  the  keys 
to  therapeutic  advances  in  degenerative  diseases,  such  as  Alzheimer's.  The  products 
of  research  supported  by  NIGMS  are  crucial  to  answering  chemical-level  questions 
of  disease,  and  benefit  all  of  NIH's  research  efforts.  Intensive  research  at  the  chemi- 
cal level  is  also  in  progress  at  disease-specific  Institutes  such  as  NCI  and  NIAID. 
It  is  at  the  molecular  level  that  effective  treatments,  and  eventually  cures,  for  can- 
cer and  AIDS  are  likely  to  be  found.  Through  research  funded  by  NIH,  the  seeds 
of  knowledge  necessary  to  find  these  treatments  and  cures  are  sown.  A  continued 
emphasis  and  dedication  to  basic  research  in  the  chemical  sciences  will  provide  the 
knowledge  necessary  to  achieve  these  goals. 

INSTRUMENTATION 

Instrumentation  is  the  second  vital  element  in  our  health  research  enterprise. 
Modern  instrumentation  makes  unprecedented  findings  possible,  and  accelerates  the 
pace  at  which  these  discoveries  are  made.  The  continued  productivity  of  the  Nation's 
health-related  research  enterprise  demands  constant  attention  to  the  dynamic  need 
for  techniques  and  instruments.  NIH  in  the  past  has  been  able  to  address  instru- 
mentation needs  through  the  National  Center  for  Research  Resources  (NCRR)  and 
its  Shared  Instrumentation  Program  (SIP).  In  recent  budgets,  however,  funding  for 
instrumentation  programs  such  as  SIP  has  dropped  dramatically.  A  decline  in  in- 
strumentation support  threatens  the  viability  of  the  Nation's  health  research  pro- 
gram. Since  advanced  instrumentation  is  critical  to  the  continued  expansion  of 
knowledge  necessary  to  confront  future  health  needs,  the  Society  strongly  urges 
Congress  to  rejuvenate  programs  supporting  instrumentation. 

The  value  of  advanced  instrumentation  to  health-related  research  can  be  illus- 
trated from  two  different  aspects.  The  first  aspect  involves  the  use  of  advanced  in- 
strumentation to  conduct  basic  research.  Basic  research  requires  access  to  the  most 
modern,  and  often  highly  expensive,  instrumentation,  such  as  high-field  nuclear 
magnetic  resonance  spectrometers,  mass  spectrometers,  lasers,  molecular  beam 
apparati,  computers,  and  other  electronic  equipment.  These  machines  and  devices 
enable  insulin  used  for  treating  diabetics;  and  the  production  of  human-growth  hor- 
mone for  use  in  children  whose  own  hormone  production  abilities  are  deficient,  or 
as  anti-aging  or  anti-obesity  drugs.  Additionally,  recombinant  techniques  offer  the 
benefit  of  producing  these  drugs  without  the  potential  contamination  of  infectious 
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agents,  such  as  the  virus  that  causes  AIDS.  The  emergence  of  gene  therapy  is  yet 
another  technique  that  heavily  relies  on  input  from  multiple  disciplines.  Gene  ther- 
apy, which  involves  direct  manipulation  of  the  actual  DNA  molecule,  holds  the  excit- 
ing promise  of  altering  DNA  sequences  in  vivo,  curing  diseases  such  as  Alzheimer's 
and  muscular  dystrophy  outright.  Recent  work  with  another  genetically  determined 
illness,  cystic  fibrosis,  also  has  shown  promising  results. 

Modern  training  in  chemistry  departments  has  adapted  to  the  changing  research 
environment  and  is  focused  on  these  new  and  emerging  areas.  Ph.D.  candidates 
today  learn  about  biochemical  pathways  and  about  molecular  biology,  in  addition  to 
studying  the  core  areas  of  chemistry.  The  classical  disciplines  ol  chemistry  have 
been  enlarged — they  now  include  bio-organic  chemistry,  bio-inorganic  chemistry, 
and  biophysical  chemistry.  Students  are  being  trained  to  enter  the  exciting  and  im- 
portant disciplinary  areas  that  involve  both  chemistry  and  biomedicine.  Upon  grad- 
uation, these  students  are  capable  of  meeting  the  challenges  facing  industry  today. 

A  prime  example  where  interdisciplinary  training  benefits  American  industry  is 
that  of  the  pharmaceutical  industry's  approach  to  the  drug  discovery  process.  The 
mechanism-based  approach  of  rational  drug  design  employs  discovery  teams  com- 
prised of  organic  chemists,  molecular  biologists,  enzymologists,  and  pharmacologists 
working  together.  The  ability  to  work  effectively  together  requires  an  intimate 
knowledge  of  each  field.  The  need  for  highly  trained  individuals  is  growing  as  the 
challenges  we  face  increase.  Likewise,  the  biotechnology  industry  is  neavily  staffed 
by  people  with  training  in  multiple  disciplines  such  as  chemistry  and  biology.  Fur- 
thermore, both  the  pharmaceutical  and  biotechnology  industries  need  chemical  engi- 
neers with  the  ability  to  work  on  processes  to  produce  medicinal  substances.  Prop- 
erly trained  scientists  and  engineers  will  increase  the  productivity  and  competitive- 
ness of  our  biomedical  industries. 

The  contributions  to  the  Nation's  health  and  economic  well-being  of  NIH-sup- 
ported  research  are  clear.  Three  elements  of  NIH-supported  research — basic  re- 
search, modern  instrumentation,  and  training — are  areas  that  have  far-reaching 
consequences  for  the  economy  and  for  American  society.  The  American  Chemical  So- 
ciety is  fully  cognizant  of  the  constrained  nature  of  the  federal  budget.  However,  the 
increases  recommended  are  necessary  to  maintain  the  health  and  vitality  of  the  U.S. 
health  research  enterprise.  Without  strong  support  for  health  research,  the  United 
States  will  not  be  able  to  remain  the  world's  leader  in  quality  health  care,  and  in 
the  health-related  industries. 

STATEMENT  OF  JOHN  NOBLE,  PAST  PRESIDENT  OF  THE  SOCIETY  OF 
GENERAL  INTERNAL  MEDICINE,  ON  BEHALF  OF  MACK  LDPKTN, 
JR.,  SOCD3TY  OF  GENERAL  INTERNAL  MEDICINE 

Senator  Inouye.  I  now  call  on  Dr.  Lipkin. 

Dr.  Noble.  Mr.  Chairman,  and  members  of  the  Senate  Appro- 
priations Committee,  it  is  a  privilege  to  present  testimony  on  the 
1994  appropriations  for  title  VII.  My  name  is  actually  John  Noble. 
I  am  not  Mack  Lipkin.  I  am  speaking  on  his  behalf  as  a  past  presi- 
dent of  the  Society  of  General  Internal  Medicine,  and  academic  in- 
ternists and  pediatricians  who  are  charged  with  the  responsibility 
of  training  generalist  physicians  who  will  practice  in  those  two  dis- 
ciplines. 

We  are  recommending  appropriations  for  section  784  in  the  1994 
fiscal  budget  in  the  amounts  that  are  noted  in  the  executive  sum- 
mary of  our  testimony,  which  has  been  submitted.  They  include 
funding  at  the  level  of  $25  million  for  the  general  internal  medicine 
and  general  pediatrics  residency  training  programs,  health  profes- 
sions, educational  research  at  $4  million,  and  the  President's  re- 
quest of  $158,035,000  for  the  Agency  for  Health  Care  Policy  and 
Research.  These  appropriations  for  primary  care,  education,  and  re- 
search, will  be  some  of  the  first  health  dollars  to  be  spent  on  the 
reform  of  health  care  in  America  in  1994. 

The  title  VII  residency  training  and  faculty  development  pro- 
grams have  been  essentially  the  only  source  of  financial  support  for 
ambulatory  care  and  community-based  training  for  the  past  15 
years.   These  programs  have  compiled  an  outstanding  record  of 
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training  generalist  physicians.  The  appropriations  that  your  com- 
mittee will  mark  up  this  year  can  be  the  first  step  in  health  care 
reform,  and  will  greatly  facilitate  the  training  of  more  generalist 
physicians. 

What  is  a  generalist  physician?  Here  is  an  example  that  took 
place  in  a  large  emergency  room  in  a  teaching  hospital  nearby.  A 
27-year-old  woman  was  rushed  into  the  cardiac  bay  of  the  emer- 
gency room  because  of  the  onset  of  severe,  crushing,  left  anterior 
chest  pain.  Intravenous  lines,  electrocardiograph,  vital  signs,  and 
oxygen,  were  all  established. 

In  the  middle  of  the  intense  activity,  the  senior  resident  in 
charge  was  called  to  see  the  next  patient.  Turning  to  his  associate, 
he  said,  check  the  EKG.  It  looks  abnormal  to  me.  And  send  her  to 
the  coronary  care  unit  stat. 

This  young  physician  went  in  and  about  20  minutes  later  en- 
countered the  senior  resident  once  again,  who  asked,  did  you  send 
her  upstairs?  No;  he  replied.  I  sent  her  home.  The  physician  then 
told  him,  I  talked  to  her  and  learned  the  following. 

This  lady  and  her  husband  left  their  two  children  in  Guatemala 
with  her  parents  to  come  to  America  to  earn  money  to  buy  a  farm. 
Jobs  had  been  scarce.  They  were  both  laid  off  10  days  ago.  They 
were  then  evicted  yesterday,  and  her  husband  said  goodbye  and 
left  here.  That  is  when  she  developed  the  chest  pain. 

She  will  spend  the  night,  the  resident  went  on,  at  a  shelter  for 
Latino  women.  We  have  arranged  social  services  when  she  comes 
to  my  clinic  day  after  tomorrow. 

That  is  the  kind  of  doctor  that  you  and  this  appropriations  com- 
mittee have  invested  in  when  you  have  supported  the  title  VII  resi- 
dency, faculty  development,  and  research  programs. 

General  internists  and  general  pediatricians,  like  our  counter- 
parts in  family  medicine,  know  medicine.  They  know  their  patients. 
They  know  how  to  solve  problems  during  acute  and  very  serious  ill- 
ness, as  well  as  during  the  rest  of  life.  They  are  also  trained  to  be 
good  communicators.  Internists  and  pediatricians  serve  as  re- 
spected generalist  physicians  in  towns  and  cities  in  rural  and 
urban  America. 

This  year,  with  an  appropriation  of  $16.8  million,  24  residency 
programs  in  medicine  and  pediatrics  were  approved  but  not  funded. 
The  competition  for  grants  was  intense.  The  shortfall  was 
$3,444,000.  This  shortage  in  section  784  will  cripple  some  of  our 
largest  and  best  primary  care  training  programs.  For  this  reason 
we  are  requesting  an  appropriation  of  $25  million  in  1994  to  meet 
the  rapidly  expanding  demand  for  primary  care  training  of  general- 
ist physicians  in  internal  medicine  and  pediatrics. 

If  the  Nation  is  going  to  train  50  percent  of  all  medical  students 
for  primary  care  careers,  there  is  also  a  need  for  educational  re- 
search. Last  year,  authorization  was  obtained  for  instituting  some 
health  education  research  grants  under  HERCE,  and  we  support 
an  appropriation  request  of  $4  million  for  these  needed  programs. 

Finally,  health  care  reform  will  only  be  successful  if  there  is  on- 
going research  in  health  care  effectiveness  and  the  design  of  for- 
ward-looking progressive  medical  services  of  the  highest  quality. 

Picking  up  on  Dr.  Midtling's  comment,  I  have  been  trying  to 
train  a  number  of  young  academic  physicians  who  will  be  abso- 
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lutely  first  rate  health  services  researchers.  When  they  submit  R01 
grants  that  get  very  good  scores  but  they  are  only  funded  at  a  9- 
percent  level,  that  means  only  9  out  of  100  are  going  to  get  funded. 
A  young  doctor  cannot  have  very  many  of  those  grants  go  in  at  the 
12-  or  13-percent  level  and  continue  as  an  investigator,  because  ul- 
timately, if  there  is  no  support  for  their  research  endeavors,  they 
will  have  to  enter  into  a  more  full  time  clinical  and  practice  en- 
deavor. 

PREPARED  STATEMENT 

Therefore,  we  think  it  is  critically  important  to  support  the  agen- 
cy for  health  care  policy  and  research.  It  has  made  tremendous 
strides  in  its  first  3  years  of  existence,  and  we  recommend  the  ap- 
propriation of  this  President  at  $158  million  for  1994.  Thank  you 
very  much. 

Senator  Inouye.  Thank  you,  very  much. 

[The  statement  follows:] 

Statement  of  John  Noble 

The  Society  of  General  Internal  Medicine  (SGIM)  was  founded  in  1978  to  promote 
improved  patient  care,  teaching  and  research  in  primary  care  general  internal  medi- 
cine. There  are  approximately  2,200  members  of  SGIM.  The  majority  are  on  the  fac- 
ulties of  medical  schools  and  teaching  hospitals  throughout  the  United  States  and 
Canada,  mostly  in  divisions  of  general  internal  medicine  in  departments  of  medi- 
cine. SGIM  members,  therefore,  play  key  roles  in  medical  student  training,  general 
internal  medicine  resident  education  and  research  in  the  delivery  of  primary  medi- 
cal care. 

The  inequities  of  the  current  American  health  care  system  are  well  documented. 
In  spite  of  large  financial  outlays,  many  Americans  receive  inadequate  care  and  lack 
access  to  basic  primary  health  care,  which  includes  a  comprehensive  range  of  public 
health,  diagnostic,  and  rehabilitative  services.  To  overcome  these  inequities  and  to 
improve  care,  the  Nation's  health  care  system  requires  fundamental  and  thorough 
revision.  Reform  of  the  health  care  system  must  ensure  the  return  of  generalist  phy- 
sicians as  the  primary  providers  of  medical  services. 

The  Council  on  Graduate  Medical  Education's  (COGME)  Third  Report  "Improving 
Access  to  Health  Care  Through  Physician  Workforce  Reform:  Directions  for  trie  21st 
Century,"  concludes  that  a  rational  health  care  system  must  be  based  upon  an  infra- 
structure consisting  of  a  majority  of  generalist  physicians  trained  to  provide  quality 
primary  care.  Physicians  who  are  trained,  practice,  and  receive  continuing  education 
in  the  generalist  disciplines  provide  more  comprehensive  and  cost-effective  care  than 
non-primary  care  specialists  and  sub-specialists. 

In  1960,  more  than  50  percent  of  all  practicing  physicians  in  the  United  States 
were  general  practitioners  compared  with  33  percent  in  1992.  Furthermore,  the  As- 
sociation of  American  Medical  Colleges'  (AAMC)  Graduation  Questionnaire  indicates 
that  interest  in  general  internal  medicine,  general  pediatrics  and  family  practice 
has  fallen  from  36  percent  of  graduating  seniors  in  1982  to  22.7  percent  in  1988 
and  14.6  percent  in  1992.  Unless  this  imbalance  is  addressed  to  achieve  a  signifi- 
cant increase  in  generalist  physicians,  efforts  to  expand  access  to  health  care  and 
promote  cost  containment  will  be  compromised. 

We  believe  that  the  shortage  of  generalist  physicians  is  due,  in  part,  to  a  largely 
unregulated  medical  education  and  training  system  which  does  not  reflect  the  na- 
tion's health  priorities.  In  fact,  the  system  nas  created  a  series  of  disincentives  for 
practice  in  general  internal  medicine  beginning  with  the  undergraduate  medical 
program  and  continuing  throughout  the  physician's  career. 

Over  the  past  15  years,  there  have  been  increasing  federal  funds  to  support  spe- 
cialized care  and  biomedical  research  through  Medicare  Part  A  and  Part  B,  the 
Health  Care  Financing  Administration's  (HCFA)  graduate  medical  education  (GME) 
funds,  National  Institutes  of  Health  (NIH)  grants  and  the  Department  of  Veterans 
Affairs.  At  the  same  time,  there  has  been  substantial  private  investment  in  special- 
ized care  through  the  health  insurance,  pharmaceutical  and  biotechnology  indus- 
tries. These  shifts  have  created  an  enormous  defunding  of  generalism,  and  thereby, 
have  drained  energy  from  the  existing  mechanism  to  train  generalist  physicians. 
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Title  VII  programs  represent  the  only  federal  effort  to  support  increased  training 
of  primary  care  physicians. 

SGIM  believes  that  a  comprehensive  approach  is  necessary  to  address  the  physi- 
cian workforce  imbalance.  Reform  of  several  interrelated  areas  is  necessary,  includ- 
ing primary  care  training  and  academic  development  as  well  as  research  in  medical 
education  and  primary  care. 

TITLE  VII  INITIATIVES 

The  impact  of  the  primary  care  residency  training  programs  and  faculty  develop- 
ment programs  supported  by  Title  VII  has  been  dramatic  despite  the  primary  care 
crisis.  These  grants  have  led  directly  to  the  establishment  of  new  training  programs 
in  general  internal  medicine  and  pediatrics  and  have  provided  support  for  many 
successful  residencies.  Title  VII  funding  has  also  provided  critical  support  for  faculty 
development  programs.  If  primary  care  training  ought  to  be  emphasized  and  student 
and  resident  education  expanded,  there  is  a  real  need  for  faculty  development  in  pri- 
mary care.  This  requires  programs  which  promote  teaching  improvement  and  career 
development. 

We  realize  that  an  increase  in  program  funding  at  a  time  of  fiscal  austerity  is 
difficult.  Previous  funding  levels  have  been  inadequate  to  support  many  worthy  pro- 
grams. For  example,  in  fiscal  year  1993: 

Appropriations  for  fiscal  year  1993  $16,400,000 

Faculty  development: 
Dollars: 

Requested  for  competitive  grants  (32)  (for  1-year  request)  6,100,000 
Requested  for  (18)  competitive  grants  recommended  for  ap- 
proval    3,700,000 

Recommended  for  (18)  competitive  grants  2,800,000 

Awarded  for  (12)  competitive  grants  1,700,000 

Approved/unfunded  competitive  grant  applications  (6) 1,100,000 

Residency  Training: 
Dollars: 

Allocated  for  residency  training  12,956,000 

Allocated  for  noncompeting  grants  6,400,000 

Allocated  for  competitive  grants  6,556,000 

Requested  for  competitive  grants  recommended  for  ap- 
proval    10,000,000 

Approved/unfunded  competitive  grant  applications  3,444,000 

The  shortfall  in  funds  available  has  limited  training  opportunities  and  resources 
for  many  residency  programs.  Furthermore,  new  funding  preferences  have  altered 
the  scope  and  focus  of  the  primary  care  residency  training  programs  in  general  in- 
ternal medicine  by  shifting  their  focus  from  the  recruitment  and  preparation  of 
skilled  primary  care  internists  to  the  recruitment  and  placement  of  trainees  in 
medically  underserved  settings.  We  believe  that  this  focus  may  make  the  problem 
of  filling  primary  care  residency  slots  more  difficult  as  these  programs  try  to  recruit 
qualified  medical  school  graduates. 

Our  recommendation  for  fiscal  year  1994  funding  of  $25  million  would  provide  73 
awards  to  schools  for  predoctoral  training,  74  awards  to  hospitals  for  graduate  train- 
ing, and  27  awards  to  hospitals  and  schools  for  faculty  development.  However,  the 
full  authorization  would  allow  funding  of  only  a  relatively  small  proportion  of  pro- 
grams. For  example:  73  awards  for  predoctoral  training  will  benefit  slightly  more 
than  one-half  (52  percent)  of  eligible  schools  (osteopathic  and  allopathic);  74  awards 
to  hospitals  represents  less  than  12  percent  of  graduate  training  programs  in  gen- 
eral internal  medicine  and  general  pediatrics;  27  faculty  development  awards  rep- 
resents less  than  20  percent  of  eligible  hospitals  and  schools  of  medicine. 

In  addition  to  support  for  residency  training  and  faculty  development,  there  is  a 
need  for  medical  education  research.  We  believe  that  it  is  vital  to  assess  the  impact 
of  our  medical  education  system  and  the  effect  (and  costs)  of  any  changes  intro- 
duced. Such  changes  have  broad  implications  for  faculty  development,  costs  and 
health  care  delivery.  We  support  the  purpose  and  rationale  of  the  Health  Profes- 
sions Educational  Research  initiative,  which  provides  funding  to  public  and  non- 
profit private  educational  entities  for  conducting  research  on  various  health  profes- 
sions issues.  One  of  the  issues  on  which  research  has  been  authorized  for  this  pro- 
gram is  the  extent  and  impact  of  federal  policies  and  medical  school  curricula  on 
the  percentage  of  physicians  and  other  health  professionals  graduating  from  health 
professions  schools  and  selecting  a  primary  care  career.  SGIM  recommends  fiscal 
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year  1994  funding  of  $4,000,000  for  Health  Professions  Educational  Research.  This 
funding  level  would  provide  support  for  15  research  projects  in  fiscal  year  1994. 

AGENCY  FOR  HEALTH  CARE  POLICY  AND  RESEARCH 

Greater  understanding  of  the  best  means  to  deliver  cost  efficient  primary  medical 
care  is  critical  to  revising  our  health  care  system.  The  primary  care  research  initia- 
tives of  the  Agency  for  Health  Care  Policy  and  Research  (CPR)  are  the  principle  fed- 
eral source  for  funding  of  such  investigations.  In  order  to  support  the  training  of 
more  primary  care  researchers,  as  well  as  an  expansion  of  research  efforts  to  better 
understand  cost  effective  primary  medical  care,  we  support  the  President's  budget 
request  for  fiscal  year  1994  of  $158,035,000  to  fund  the  AHCPR.  This  increase  of 
23  percent  over  fiscal  year  1993  appropriations  will  ensure  the  production  and  dis- 
semination of  primary  care  research. 

AHCPR  funded  research  has  supported  various  projects  in  primary  care  research 
which  enhance  clinical  decision  making  and,  ultimately,  improve  patient  outcomes. 
Examples  of  such  research  grants  include: 

AHCPR  grants  to  support  studies  at  the  Brigham  and  Women's  Hospital,  Boston, 
Massachusetts  have  demonstrated  how  patients  who  present  to  the  emergency  de- 
partment with  chest  pain  can  be  managed  more  effectively.  This  program  has  re- 
sulted in  reducing  the  rate  of  inappropriate  discharge  as  well  as  the  cost  of  in-hos- 
pital  care.  Another  AHCPR  funded  study  at  the  hospital  has  identified  which  pa- 
tients are  at  higher  risk  for  complications  following  major  non-cardiac  surgery  and 
how  these  complications  can  be  reduced. 

An  AHCPR  project  at  the  Medical  College  of  Virginia,  Virginia  Commonwealth 
University,  Richmond,  Virginia  is  finding  that  many  patients  with  congestive  heart 
failure  (CHF)  admitted  to  the  intensive  care  unit  (ICU)  never  develop  the  severe 
problems  that  necessitate  ICU  therapy,  while  many  other  patients  who  are  not  ad- 
mitted to  an  ICU  subsequently  develop  emergent  medical  problems.  The  investiga- 
tors are  developing  methods  to  assist  physicians  in  making  triage  decisions  regard- 
ing these  patients. 

An  AHCPR  award  to  the  Department  of  Medicine  at  Good  Samaritan  Hospital, 
Portland,  Oregon,  is  funding  a  study  of  issues  related  to  physicians'  communications 
patterns  and  malpractice  risk.  The  results  of  the  study  will  be  applied  to  formulat- 
ing a  continuing  medical  education  curriculum  that  targets  the  high-risk"  commu- 
nication styles  found  to  be  most  closely  associated  with  increased  malpractice  risk. 

It  is  disturbing  that  many  worthy  research  grants  which  are  approved  by  AHCPR 
are  not  funded:  over  the  last  three  years,  less  than  10  percent  of  approved  grants 
have  been  awarded  funds.  This  payline  is  significantly  less  than  other  agencies 
within  the  Public  Health  Service.  For  example,  the  National  Institutes  of  Health 
will  make  awards  to  approximately  25  percent  of  grants  approved  for  funding  by 
the  various  institutes.  We  believe  that  the  President's  budget  request  will  enable 
AHCPR  to  expand  critical  primary  care  oriented  research  programs. 

CONCLUSION 

The  United  States  has  a  drastic  imbalance  in  the  physician  workforce  between 
generalists  and  specialists.  We  urge  the  committee  to  continue  strong  support  for 
general  internal  medicine  and  general  pediatrics  training  programs.  These  programs 
force  teaching  hospitals  and  medical  schools  to  place  a  priority  on  training  physi- 
cians to  meet  the  health  care  needs  of  their  communities  and  their  patients.  The 
Erograms  also  enable  the  hospitals  and  schools  to  further  their  service  commitment 
y  developing  educational  programs  that  will  prepare  physicians  to  provide  primary 
care. 

We  encourage  the  committee's  leadership  through  support  of  Title  VII  grant  pro- 
grams and  AHCPR  sponsored  research  which  will  respond  to  the  needs  of  our  stu- 
dents and  residents  and,  ultimately,  our  patients.  The  Society  of  General  Internal 
Medicine  is  committed  to  working  with  the  committee  and  to  serving  as  a  resource 
for  this  effort. 

EXECUTIVE  SUMMARY 

The  United  States  has  a  drastic  imbalance  in  the  physician  workforce  between 
generalists  and  specialists.  The  Society  of  General  Internal  Medicine  (SGIM),  which 
represents  2,200  physicians  committed  to  improved  patient  care,  teaching  and  re- 
search in  primary  care  general  internal  medicine,  believes  that  the  Federal  Govern- 
ment must  now  shift  its  financing  of  medical  education  and  medical  practice  to  en- 
sure the  return  of  generalist  physicians  as  the  primary  provider  of  medical  services. 
The  goal  of  these  policies  should  be  to  achieve  at  least  50  percent  of  physicians  prac- 
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tiring  the  generalist  disciplines  of  general  internal  medicine,  general  pediatrics  and 
family  medicine. 

The  SGIM  believes  that  both  short-term  and  long-term  strategies  are  necessary 
to  address  the  physician  workforce  imbalance  and  that  such  strategies  must  be  com- 
prehensive and  systematic  in  their  approach.  Reform  of  several  interrelated  areas 
is  necessary,  including:  financing  medical  education,  academic  development  and 
medical  education  research,  and  physician  payment  for  the  generalist  practitioner. 

SGIM  commends  the  committee  for  continued  support  of  graduate  medical  edu- 
cation and  research  in  primary  care  internal  medicine.  We  appreciate  the  oppor- 
tunity to  submit  comments  regarding  the  workforce  supply  of  generalist  physicians 
as  well  as  the  opportunity  to  provide  recommendations  for  fiscal  year  1994  appro- 
priations to  Title  VII  primary  care  training  programs  and  primary  care  research 
sponsored  by  the  Agency  for  Health  Care  Policy  and  Research  (AHCPR). 

For  fiscal  year  1994,  we  recommend  the  following  appropriations: 

General  Internal  Medicine  and  General  Pediatrics  Residency  Programs, 
$25,000,000;  Health  Professions  Educational  Research,  $4,000,000;  and  Agency  for 
Health  Care  Policy  and  Research,  $158,035,000. 

Senator  Inouye.  Dr.  Midtling,  you  indicated  that  there  was  a 
time  when  large  numbers  of  medical  students  followed  a  career  of 
primary  care  providers.  What  brought  about  this  change?  Are  the 
schools  discouraging  students  from  following  that  career? 

Dr.  Midtling.  I  think  it  is  a  complex  problem.  But  I  think  the 
incentives  have,  to  some  extent,  been  counterproductive.  I  think 
there  are  financial  incentives  that  drive  students  away  from  pri- 
mary care.  I  think  the  investment,  as  Dr.  Noble  said,  in  primary 
care  research  has  been  woefully  inadequate  compared  to  the  invest- 
ment in  subspecialty  research.  And  I  think  that  the  amount  of 
money  that  we  are  asking  for,  $50  some  million  for  family  medi- 
cine, $25  million  for  general  internal  medicine  compares  to  a  $6  bil- 
lion investment  through  Medicare  in  training  programs  that  are 
largely  subspecialty  oriented. 

So  I  think  that  the  finances  have  dictated  much  of  what  has  hap- 
pened, and  unfortunately,  we  are  fighting  an  uphill  battle  and  we 
need  to  create  a  system  that  is  more  in  balance. 

We  are  the  only  Western  democracy  that  has  less  than  50  per- 
cent generalists.  We  have  probably  closer  to  25  percent  primary 
care  physicians,  and  this  is  creating  a  major  access  problem.  Fam- 
ily doctors  are  five  times  more  likely  to  locate  in  rural  areas  than 
any  other  physician,  three  times  more  likely  to  locate  in  under- 
served  urban  areas.  And  the  shortage  is  having  a  major  impact  on 
health  care  delivery  and  cost  of  care. 

So  we  need  to  find  ways  to  increase  the  production  of  primary 
care  physicians  and  these  very  programs  are  the  ones  that  help  us 
develop  the  infrastructure  in  our  medical  schools,  hire  the  role 
models  and  to  try  to  reverse  this  trend  and  encourage  more  stu- 
dents to  go  into  primary  care. 

Senator  Inouye.  Thank  you.  Dr.  Noble,  do  you  believe  that  the 
funds  that  you  request  will  result  in  more  students  following  a  ca- 
reer of  providing  general  care,  primary  care? 

Dr.  Noble.  I  think  that  there  are  clearly  two  approaches  that 
have  to  be  taken  simultaneously  to  this  problem.  First,  we  have 
been  speaking  about  the  educational  preparation  of  doctors  for  gen- 
eralist careers  as  opposed  to  subspecialty  ones. 

And  second,  we  have  to  address  payment  reform  and  the  prob- 
lems that  have  put  primary  care  physicians  at  great  disadvantage 
when  they  get  out  into  practice,  particularly  in  this  day  compared 
to  say,  10  or  15  years  old,  when  the  level  of  debt  is  so  high. 
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At  my  medical  school,  it  is  costing  $41,000  a  year  for  a  medical 
student  to  go  to  Boston  University.  And  we  are  not  alone  at  this 
level  of  cost. 

So  I  think  the  solution  has  to  have  multiple  facets.  Clearly,  one 
of  our  problems  is  the  field  of  internal  medicine,  which  has  the 
largest  number  of  residency  training  slots.  And  other  the  years, 
with  the  tremendous  growth  of  subspecialty  medicine,  we  have 
seen  a  very  large  growth  of  subspecialty  training  opportunities. 

Now  it  is  clear  that  we  have  vastly  too  many  subspecialists.  And 
there  are  now  numerous  studies  showing  that  medical  practice  by 
teams  of  subspecialists  is  much  more  expensive  than  teams  in 
managed  care  operated  by  generalist  doctors. 

Therefore,  I  believe  that  one  of  the  reasons  that  we  need  to  retool 
the  training  in  internal  medicine  is  to  focus  our  medical  student 
and  residency  levels  of  education  onto  a  generalist  base.  And  we 
are  very  much  in  the  process  of  doing  that  at  this  present  time. 

Senator  Inouye.  Thank  you  very  much. 

STATEMENT  OF  SHARON  A.  SURREL,  THE  SOCIETY  OF  NUCLEAR  MED- 
ICINE 

Senator  Inouye.  Now  may  I  call  on  Dr.  Sharon  Surrel? 

Ms.  Surrel.  Good  afternoon,  Senator.  I  am  flattered  that  you 
refer  to  me  as  doctor,  however  I  am  not  a  physician.  And  according 
to  the  public  witness  here,  I  am  representing  the  Society  of  Nuclear 
Medicine. 

I  am  a  certified  nuclear  medicine  technologist,  administrator, 
education,  and  chair  of  the  government  relations  committee,  tech- 
nologist section,  Society  of  Nuclear  Medicine. 

The  society  and  the  technologist  section  strongly  support  appro- 
priations necessary  to  revitalize  our  life  health  education.  Nuclear 
medicine  is  a  medical  specialty  that  uses  small  amounts  of  radio- 
active materials  for  diagnostic  and  therapeutic  procedures. 

Advances  in  the  effects  of  drug  abuse  on  the  brain,  early  detec- 
tion of  coronary  disease,  developmental  progress  in  Alzheimer's  and 
Parkinson's  disease,  ground  breaking  in  the  use  of  monoclonal  anti- 
bodies for  treatment  of  breast,  prostate,  ovarian,  and  colorectal 
cancer  are  all  the  result  of  nuclear  medicine  technology. 

According  to  a  Bureau  of  Health  Professions'  February  1993  doc- 
ument, agenda  for  health  professions  reform,  strengthening  the 
basic  educational  capacity  for  producing  nurses  and  other  allied 
health  professionals  has  not  been  the  central  focus  of  Federal 
health  professions  programs  for  a  number  of  years. 

The  consequences  have  been  detrimental  to  allied  health,  includ- 
ing nuclear  medicine  technology.  According  to  data  from  the  Com- 
mittee on  Allied  Health,  Education  and  Accreditation,  CAHEA,  on 
nuclear  medicine  technology  programs,  there  has  been  a  25-percent 
decrease  in  the  number  of  programs  from  1984  to  1990.  Ultimately, 
a  decrease  in  the  number  of  educational  programs  will  result  in  a 
decrease  in  the  number  of  practitioners. 

As  quality  of  care  and  access  to  health  care  are  dominant  in 
health  care  reform,  consideration  must  be  given  to  the  implications 
of  the  decreased  number  of  nuclear  medicine  technologists.  Nuclear 
medicine  exams  are  cost-effective  diagnostic  tests  and  are  expected 
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to  be  utilized  even  more  in  the  future,  given  the  cost  control  initia- 
tive implemented  by  health  care  providers  and  insurers. 

Furthermore,  as  the  patient  population  ages,  more  nuclear  medi- 
cine procedures  will  be  performed  to  detect  cancer,  neurological  dis- 
orders, and  cardiac  diseases. 

Significant  applications  in  the  clinical  applications  of  radioisotope 
imaging  have  evolved  in  the  last  decade  as  a  result  of  new  indica- 
tions for  established  radiopharmaceutical  modalities  and  the  ap- 
proval of  new  radiopharmaceuticals,  nuclear  medicine  technologists 
will  require  additional  training  in  order  to  perform  the  more  com- 
plex procedures. 

The  current  shortage  of  nuclear  medicine  technologists  aggra- 
vates this  problem  and  if  allowed  to  persist,  will  severely  curtail 
the  provision  of  critical  medical  services. 

The  technologists  section  has  been  active  in  implementing  re- 
cruitment strategies  to  promote  and  market  nuclear  medicine  tech- 
nology as  a  career  through  public  relations  activities  and  the  devel- 
opment of  scholarship  funds.  The  technologists  section  established 
the  Paul  Kohl  scholarship  fund  in  1990  and  it  is  administered  by 
the  Educational  Research  Foundation. 

Scholarships  are  awarded  annually,  $1,000  each  to  nuclear  medi- 
cine technologist  enrolled  in  an  approved  CAHEA  program,  certifi- 
cate, associate  or  baccalaureate  degree  level.  These  efforts  of  pri- 
vate funding  are  not  enough  to  meet  future  demand. 

As  an  educator,  I  can  report  a  personal  event  that  is  not  uncom- 
mon. I  had  a  student  in  my  clinical  program  who  demonstrated  sin- 
cere dedication  and  worthiness  of  assistance.  A  straight  A  student, 
top  of  the  class,  had  considerable  difficulty  in  administering  injec- 
tions as  a  result  of  tremors. 

Investigating  the  source  of  the  problem,  we  discovered  she  suf- 
fered from  malnutrition.  Working  full-time  and  attending  classes 
full-time,  she  had  little  money  left  for  food  after  paying  for  board, 
books,  and  tuition.  For  2  weeks  all  she  had  left  to  eat  was  a  box 
of  Cheerios  and  a  jar  of  peanut  butter. 

In  a  country  as  great  as  ours,  we  should  not  have  to  witness  such 
a  travesty,  people  trying  to  achieve  a  laudable  goal  to  serve  man- 
kind as  a  health-care  professional.  Federal  assistance  is  necessary 
to  aid  individual  educational  programs  in  implementing  their  ef- 
forts. 

In  addition,  Federal  assistance  is  needed  to  help  nuclear  medi- 
cine schools  recruit  and  retain  qualified  faculty.  The  technologists 
section  is  offering  assistance  in  this  area  by  sponsoring  work  shops 
each  year  for  educators,  focusing  on  topics  such  as  clinical  evalua- 
tion, curriculum  development  and  faculty  development  and  reten- 
tion. 

The  technologists  section  is  greatly  concerned  about  the  declining 
pool  of  applicants,  practitioners  and  faculty  in  nuclear  medicine. 
We  believe  the  reform  of  the  health  care  work  force,  including  al- 
lied health  professionals,  in  integral  to  health  system  reform. 

Therefore,  in  order  to  address  the  allied  health  work  force  crisis, 
we  recommend  the  following  funding  for  fiscal  year  1994. 

Allied  health  professions  advanced  training,  $5  million;  allied 
health  special  projects,  another  $5  million.  Furthermore,  we  urge 
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the  committee  to  recommend  support  of  the  Bureau  of  Health  Pro- 
fessions for  the  National  Commission  on  Allied  Health. 

The  Commission  was  established  by  the  Health  Professions  Edu- 
cation Extensions  Amendment  of  1992.  We  believe  the  activities  of 
the  Commission  concerning  allied  health  professions,  education  and 
practice  will  contribute  to  health  professions  reform. 

The  Society  of  Nuclear  Medicine,  technologists  section,  believes 
there  should  be  equity  in  the  Federal  Government's  support  for  the 
training  of  all  allied  health  professionals,  allied  health  practition- 
ers as  well  as  physicians  and  nurses. 

PREPARED  STATEMENT 

We  urge  your  support  for  a  comprehensive  Federal  initiative  to 
support  allied  health  education  and  development.  And  immediate 
response  must  be  forthcoming  to  remedy  the  current  manpower  di- 
lemma and  deter  potentially  more  serious  shortage  in  the  future. 

Thank  you  very  much. 

[The  statement  follows:] 

Statement  of  Sharon  A.  Surrel 

The  Society  of  Nuclear  Medicine  Technologist  Section  strongly  supports  appropria- 
tions necessary  to  revitalize  allied  health  education.  The  Society  of  Nuclear  Medi- 
cine is  a  scientific  organization  of  over  10,000  members,  including  5,000  members 
of  the  Technologist  Section. 

Nuclear  medicine  is  the  medical  specialty  that  uses  small  amounts  of  radioactive 
materials  for  diagnostic  and  therapeutic  procedures.  The  nuclear  medicine  tech- 
nologist (NMT),  under  the  supervision  of  a  physician,  directs  or  participates  in  the 
daily  operation  of  the  nuclear  medicine  department.  The  responsibilities  of  the  NMT 
are  varied  and  include:  preparing  and  administering  radiopharmaceuticals;  position- 
ing patients  for  imaging  procedures;  interacting  with  patients;  operating  nuclear 
medicine  equipment;  maintaining  radiation  safety;  analyzing  biologic  specimens; 
computer  data  analysis  and  performing  quality  control  measurements. 

According  to  the  Bureau  of  Health  Professions  February,  1993  document,  "An 
Agenda  for  Health  Professions  Reform,"  strengthening  the  basic  educational  capac- 
ity for  producing  nurses  and  other  allied  health  professions  has  not  been  a  central 
focus  of  federal  health  professions  programs  for  a  number  of  years.  The  con- 
sequences have  been  detrimental  to  allied  health,  including  nuclear  medicine  tech- 
nology. According  to  data  from  the  Committee  on  Allied  Health  Education  and  Ac- 
creditation (CAHFA)  on  nuclear  medicine  technology  programs,  there  has  been  a  25 
percent  decrease  in  the  number  of  programs  from  19&4  (143  CAHEA-accredited  pro- 
grams) to  1990  (107  CAHFA-accredited  programs).  Ultimately,  a  decrease  in  the 
number  of  educational  programs  will  result  in  a  decrease  in  the  number  of  practi- 
tioners. 

As  quality  of  care  and  access  to  health  care  are  dominant  themes  in  health  care 
reform,  consideration  must  be  given  to  the  implications  of  the  decreased  number  of 
nuclear  medicine  technologists.  Nuclear  medicine  exams  are  cost  effective  diagnostic 
tests  and  are  expected  to  be  utilized  even  more  in  the  future,  given  the  cost  control 
initiatives  implemented  by  health  care  providers  and  insurers.  Furthermore,  as  the 
patient  population  ages,  more  nuclear  medicine  procedures  will  be  performed  to  de- 
tect cancer,  neurological  disorders  and  cardiac  diseases.  Significant  implications  in 
the  clinical  applications  of  radioisotope  imaging  have  evolved  in  the  last  decade  as 
a  result  of  new  indications  for  established  radiopharmaceutical  procedures,  the  re- 
finement of  imaging  modalities  and  the  approval  of  new  radiopharmaceuticals. 
NMTs  will  require  additional  training  in  order  to  perform  the  more  complex  proce- 
dures. The  current  shortage  of  NMTs  aggravates  this  problem,  and  if  allowed  to 
persist,  will  severely  curtail  the  provision  of  critical  medical  services. 

The  Society  of  Nuclear  Medicine  Technologist  Section  has  been  active  in  imple- 
menting recruitment  strategies  that  promote  and  market  nuclear  medicine  tech- 
nology as  a  career  through  public  relations  activities  and  the  development  of  schol- 
arship funds.  However,  federal  assistance  is  necessary  to  aid  individual  educational 
programs  in  implementing  their  own  recruitment  efforts.  In  addition,  federal  assist- 
ance is  needed  to  help  nuclear  medicine  schools  recruit  and  retain  qualified  faculty. 
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The  Technologist  Section  is  offering  assistance  in  this  area  by  sponsoring  workshops 
each  year  for  educators,  focusing  on  topics  such  as  clinical  evaluation,  curriculum 
development,  and  faculty  development  and  retention. 

The  Technologist  Section  is  gravely  concerned  about  the  declining  pool  of  appli- 
cants, practitioners  and  faculty  in  nuclear  medicine.  We  believe  that  reform  of  the 
health  care  workforce,  including  allied  health  professionals,  is  integral  to  health  sys- 
tem reform.  Therefore,  in  order  to  address  the  allied  health  workforce  crisis,  we  rec- 
ommend the  following  funding  for  fiscal  year  1994: 

Allied  Health  Professions  Advanced  Training  (Section  766) — Recommended  Fiscal 
Year  1994  Funding:  $5  million.  This  authority  has  not  been  funded  since  being  rein- 
stated in  1988.  Grants  and  contracts  are  awarded  under  this  authority  to 
postbaccalaureate  programs  for  the  advanced  training  of  allied  health  professionals. 
This  program  also  provides  financial  assistance  in  the  form  of  traineeships  or  fellow- 
ships to  postbaccalaureate  students  who  are  participants  in  any  such  program  and 
who  commit  to  teaching  in  the  allied  health  profession  involved. 

Allied  Health  Special  Projects  (Section  766)— Recommended  Fiscal  Year  1994 
Funding:  $5  million.  Allied  Health  Special  Projects  are  awarded  to  assist  in  meeting 
the  costs  associated  with  expanding  or  establishing  programs  that  will  increase  the 
number  of  individuals  trained  in  allied  health  professions. 

Furthermore,  we  also  urge  the  committee  to  recommend  support  by  the  Bureau 
of  Health  Professions  for  the  National  Commission  on  Allied  Health.  The  Commis- 
sion was  established  by  the  Health  Professions  Education  Extension  Amendments 
of  1992  (Public  Law  102-408).  We  believe  that  the  activities  of  the  Commission,  con- 
cerning allied  health  professions  education  and  practice,  will  contribute  to  health 
professions  reform. 

The  Society  of  Nuclear  Medicine  Technologist  Section  believe  there  should  be  eq- 
uity in  the  federal  government's  support  for  the  training  of  all  health  care  profes- 
sionals: allied  health  practitioners  as  well  as  physicians  and  nurses.  We  urge  your 
support  for  a  comprehensive  federal  initiative  to  support  allied  health  education  and 
research.  An  immediate  response  must  be  forthcoming  to  remedy  the  current  man- 
power dilemma  and  deter  a  potentially  more  serious  shortage  in  the  future. 

Senator  Inouye.  Thank  you  very  much,  Ms.  Surrel.  In  the  area 
of  recruiting  nuclear  medicine  technologists,  is  the  problem  in  the 
lack  of  programs  or  lack  of  recruits? 

Ms.  Surrel.  It  is  a  combination  of  both,  in  being  able  to  market 
the  allied  health  specialties.  Not  just  nuclear  medicine,  but  radiol- 
ogy, radiation  therapy,  all  of  the  imaging  modalities. 

Unfortunately,  even  here  on  Capitol  Hill  people  do  not  recognize 
or  understand  what  allied  health  profession  means.  And  to  try  and 
spread  that  out  to  the  public  is  extremely  difficult. 

We  have  been  making  great  strides  in  working  through  organiza- 
tions such  as  the  Summit  on  Manpower,  which  is  headed  by  the 
AHRA  and  is  composed  of  17  different  allied  health  professionals 
working  together  to  put  materials  together  for  public  relations,  vid- 
eos, for  health  fairs,  job  fairs,  et  cetera,  to  try  to  get  the  informa- 
tion out  there  to  the  public  that  jobs  are  there  and  people  are  need- 
ed. 

In  the  programs  that  we  presently  have,  we  have  in  nuclear  med- 
icine itself,  an  increase  in  people  going  in  that  have  second  voca- 
tions, looking  for  another  career,  we  have  had  some  who  we  are — 
at  least  we  are  hoping — will  be  coming  out  of  the  military  and  look- 
ing for  a  second  vocation.  We  are  also  recruiting  minority  students 
very  heavily.  And  in  several  different  areas,  we  have  been  trying 
to  work  together  as  a  unit  in  allied  health. 

But  unfortunately,  I  think  it  is  just  the  fact  that  people  do  not 
realize  what  we  do  and  who  we  are. 

Senator  INOUYE.  Thank  you  very  much. 
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STATEMENT  OF  JUDITH  C.  CAPELLO,  D.P.M.,  AMERICAN  COLLEGE  OF 
FOOT  AND  ANKLE  SURGEONS 

Senator  Inouye.  And  now  may  I  call  on  Dr.  Capello? 

Dr.  Capello.  Thank  you.  My  name  is  Doctor  Judy  Capello.  I  am 
a  practicing  podiatric  surgeon  here  in  Columbia,  MD.  I  am  the 
chief  of  podiatry  at  Howard  County  General  Hospital. 

I  am  pleased  to  have  the  opportunity  today  to  represent  more 
than  3,400  members  of  the  American  College  of  Foot  and  Ankle 
Surgeons.  We  support  increased  funding  for  both  foot  and  ankle  re- 
search at  the  National  Institute  of  Health. 

I  would  like  to  acknowledge  the  important  role  that  this  sub- 
committee has  played  in  supporting  strong  biomedical  research 
programs  in  the  United  States.  And  I  think  it  is  very  apropos,  as 
we  witnessed  earlier  today,  the  changes  in  technology  with  respect 
to  just  prosthesis  that  have  occurred  since  1974  up  to  the  present. 

I  think  that  evidences  this  subcommittee's  commitment  to  bio- 
medical research,  which  has  made  the  United  States  second  to 
none. 

Today  I  would  like  to  summarize  the  statement  that  has  already 
been  submitted  to  writing,  by  just  highlighting  a  few  areas  where 
we  think  expanded  research  into  diseases  and  disorders  of  the  foot 
and  ankle  is  needed. 

The  first  relates  to  the  foot  and  ankle  complications  associated 
with  diabetes,  again  another  issue  that  has  already  been  addressed 
today.  Foot  and  ankle  complications  are  by  far  the  most  common 
problem  that  diabetics  face.  More  than  one-half  of  the  amputations 
that  occur  in  this  country  today  occur  as  a  result  of  the  complica- 
tions of  diabetes. 

This  is  an  area  where  further  research  could  help  not  only  we 
as  podiatric  surgeons,  but  also  other  health  professionals,  improve 
the  preventive  services  that  we  can  offer  these  people  in  order  to 
decrease  their  morbidity  and  keep  them  functional. 

A  second  area  that  we  think  is  vital  is  that  of  arthritis  in  the 
foot  and  ankle.  We  see  many  patients  daily  that  are  afflicted  with 
arthritis  of  the  foot  and  ankle.  They  suffer  pain,  deformity  and 
foremost,  disability.  There  is  no  cure  for  arthritis  or  for  these  con- 
ditions. 

What  our  goal  would  be  would  be  to  keep  these  people  functional. 
Both  patients  as  well  as  health  care  professionals  alike  urge  fur- 
ther work  and  funding  in  this  area. 

The  third  area  of  research  covers  the  complex  area  of  bone,  ten- 
don and  muscle  diseases  as  well  as  injuries  that  affect  the  foot  and 
ankle.  Injuries  and  disorders  of  the  foot  and  ankle  are  very  com- 
mon. Research  can  lead  to  not  only  improved  medical  and  surgical 
implant,  but  also  better  implant  devices  as  well  as  orthotics  and 
prosthetics. 

The  American  College  of  Foot  and  Ankle  Surgeons  recommends 
that  this  subcommittee  ask  the  director  of  the  National  Institute  of 
Health  to  develop  on  the  report  on  the  current  research  activity 
that  is  affecting  both  foot  and  ankle  programs  as  well  as  identify- 
ing new  areas  of  research. 
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PREPARED  STATEMENT 

We  also  urge  this  subcommittee  to  ask  NIH  to  identify  ways  that 
we  as  podiatric  surgeons  can  help,  ways  in  which  our  academic  in- 
stitutions and  our  medical  centers  can  participate  more  fully  with 
NIH.  At  this  point,  there  is  very  little  interaction  with  our  mem- 
bers who  treat  millions  of  people  with  foot  and  ankle  problems  and 
NIH. 

This  concludes  my  statement.  And  I  would  be  pleased  to  answer 
any  questions  that  you  might  have. 

[The  statement  follows:] 

Statement  of  Judith  Capello 

Mr.  Chairman  and  members  of  the  subcommittee,  my  name  is  Judith  Capello, 
D.P.M.,  a  practicing  podiatric  surgeon  in  Columbia,  Maryland  and  Chairman  of  the 
Department  of  Podiatry  at  Howard  County  Hospital.  I  am  pleased  to  have  the  op- 
portunity today  to  represent  the  more  than  3,400  members  of  the  American  College 
of  Foot  and  Ankle  Surgeons  (ACFAS)  in  support  of  increased  funding  for  foot  and 
ankle  research  at  the  National  Institutes  of  Health  (NIH)  and  the  Agency  for  Health 
Care  Policy  and  Research  (AHCPR). 

ACFAS  is  a  voluntary,  educational,  and  scientific  organization  devoted  to  the  ethi- 
cal and  competent  practice  of  podiatric  surgery  and  to  the  provision  of  high  quality 
care  for  the  podiatric  surgical  patient.  To  improve  and  advance  the  professional 
skills  of  its  members,  the  College  presents  extensive  scientific  and  education  pro- 
grams. In  addition,  the  College  promotes  methods  to  insure  high  standards  of  sur- 
gical practice,  disseminates  surgical  knowledge  and  provides  information  to  the  gen- 
eral public. 

ACFAS  recommends  an  increase  in  overall  funding  for  the  National  Institutes  of 
Health  of  at  least  7  percent.  This  goes  beyond  the  President's  fiscal  year  1994  budg- 
et proposal  and  accommodates  inflation,  while  also  allowing  some  new  initiatives  to 
begin.  The  College  recommends  that  the  budget  for  the  Agency  for  Health  Care  Pol- 
icy and  Research  be  increased  by  an  inflation  adjustment,  with  the  addition  of  at 
least  $10  million  to  expand  outcomes  and  effectiveness  studies.  Finally,  the  College 
strongly  urges  support  from  this  Subcommittee  to  expand  the  role  of  Doctors  of 
Podiatric  Medicine,  their  academic  institutions  and  the  medical  centers  in  which 
they  work  in  research  funded  by  NIH  and  AHCPR. 

Mr.  Chairman,  I  want  to  acknowledge  the  important  role  this  Subcommittee  has 
played  in  supporting  a  strong  biomedical  research  program  in  the  United  States. 
Your  commitment  to  NIH  over  the  years  has  made  biomedical  research  in  the  Unit- 
ed States  second  to  none.  Although  ACFAS  recognizes  the  need  to  reduce  the  federal 
deficit,  we  believe  that  the  funds  provided  to  NIH  to  support  biomedical  research 
in  this  country  should  be  exempt  from  this  effort.  They  are  critical  to  developing 
ways  to  prevent  or  cure  disease  and  injury,  thereby  providing  for  the  health  and 
prosperity  of  our  citizens.  We  urge  you  to  be  generous  with  your  funding  rec- 
ommendations. 

Today  I  would  like  to  highlight  three  general  areas  where  expanded  research  into 
diseases  and  disorders  of  the  foot  and  ankle  is  needed. 

The  first  relates  to  the  foot  and  ankle  complications  of  diabetes.  Diabetes  research 
is  generally  funded  through  the  National  Institutes  of  Diabetes  and  Digestive  and 
Kidney  Diseases  (NIDDK).  Musculoskeletal  foot  and  ankle  problems  research  is 
funded  though  the  National  Institute  of  Arthritis,  Musculoskeletal  and  Skin  Dis- 
eases. Research  on  the  foot  and  ankle  complications  of  diabetes  is  probably  best  con- 
ducted jointly  through  collaborative  efforts  by  these  two  important  institutes. 

Foot  and  ankle  complications  are  among  the  most  common  problems  diabetics 
face.  More  than  half  of  the  amputations  performed  in  this  country  are  a  result  of 
complications  of  diabetes.  Podiatric  physicians  provide  extensive  preventive  care,  as 
well  as  more  complex  medical  and  surgical  services,  related  to  these  problems.  This 
is  an  area  where  further  research  could  help  podiatric  physicians  and  other  health 
professionals  improve  the  preventive  services  provided  to  these  individuals  and  de- 
crease morbidity. 

A  second  area  is  arthritis  of  the  foot  and  ankle  funded  through  the  Arthritis  Insti- 
tute. We  see  many  patients  afflicted  with  arthritis  of  the  foot  and  ankle.  They  suffer 
pain,  deformity  ana  disability.  There  is  today  no  cure  for  these  conditions.  Patients 
and  health  care  professionals  alike  urge  further  work  in  this  area.  The  relationship 
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between  arthritis  and  the  other  musculoskeletal  system  of  the  foot  and  ankle  is  im- 
portant, and  the  Institute  should  be  urged  to  expand  its  work  in  this  area. 

The  third  area  of  research  of  interest  to  poaiatric  physicians  and  their  patients 
covers  the  complex  problems  of  muscle,  tendon  and  bone  disease  and  injury  affecting 
the  foot  and  ankle.  Injuries  and  disorders  of  the  foot  and  ankle  are  common.  Re- 
search can  lead  to  improved  medical  and  surgical  treatments,  better  implant  mate- 
rials and  refined  orthotics  and  prosthetics.  Likewise  there  are  an  array  of  pediatric 
foot  and  ankle  problems  whose  causes  are  poorly  understood.  It  would  be  far  better 
for  us  to  prevent  the  development  of  such  problems  in  children  rather  than  have 
to  treat  their  symptoms  as  they  attain  adulthood. 

Walking  is  a  fundamental  activity  for  most  of  us.  For  individuals  who  cannot 
walk,  the  loss  is  a  tragedy.  We  accept  the  ability  to  walk  readily  and  give  its  poten- 
tial loss  little  thought.  However,  it  is  such  an  essential  part  ot  our  lives  that  more 
attention  should  be  paid  to  the  basic  causes  of  injury  ana  disease  that  lead  to  a  lack 
of  mobility. 

ACFAS  recommends  that  the  Subcommittee  ask  the  National  Institutes  of  Health 
to  develop  a  report  on  current  research  activities  affecting  foot  and  ankle  problems 
and  identification  of  new  areas  of  research  that  need  to  be  funded.  In  addition,  the 
Subcommittee  should  ask  NIH  for  an  estimate  of  the  financial  and  personnel  re- 
sources needed  to  accomplish  these  tasks. 

Finally,  we  wonder  why  DPM's  and  their  institutions  seem  to  be  excluded  from 
participation  in  research  at  NIH.  Our  members  see  millions  of  individuals  with  foot 
and  ankle  problems  of  all  levels  of  complexity.  As  health  care  professionals,  we  fully 
recognize  the  important  role  that  biomedical  research  plays  not  only  in  the  edu- 
cation of  professionals  but  also  in  the  diagnosis  and  treatment  of  disease  and  injury. 
We  fully  support  the  work  of  NIH  and  want  to  participate  at  a  greater  level  in  that 
work.  We  urge  the  Subcommittee  to  ask  NIH  to  identify  ways  in  which  DPM's,  their 
academic  institutions  and  medical  centers  can  participate  more  fully  with  NIH.  All 
of  us  in  the  field  look  forward  to  the  opportunity  to  work  with  NIH,  particularly 
the  two  institutes  I  have  noted,  on  a  future  research  agenda  involving  all  profes- 
sionals and  scientists  concerned  about  foot  and  ankle  disease  and  injury. 

We  are  aware  of  the  limitations  of  our  knowledge  about  the  effectiveness  of  some 
of  the  medical  and  surgical  services  we  provide.  Outcomes  and  effectiveness  studies 
are  the  best  way  to  answer  these  questions  for  the  practitioner  and  the  patient. 
ACFAS  supports  the  Agency  for  Health  Care  Policy  and  Research's  efforts  in  the 
area  of  outcomes  and  effectiveness  studies.  We  believe  that  the  agency's  support  for 
these  studies  should  be  expanded  and  urge  the  addition  of  an  extra  $10  million  to 
the  budget  for  fiscal  year  1994  for  this  purpose.  Outcomes  and  effectiveness  research 
is  complex  and  requires  large  numbers  of  patients  and  large  amounts  of  money. 
This  is  usually  beyond  the  role  of  a  single  association  or  private  institution  to  fund. 
We  believe  that  AHCPR  should  be  doing  more  in  this  area,  but  we  recognize  that 
their  budget  has  been  limited. 

The  time  has  come  to  be  more  aggressive  in  funding  the  Agency.  This  is  particu- 
larly critical  as  we  look  forward  to  health  care  reform  and  the  need  to  make  wiser 
and  more  efficient  decisions  about  the  use  of  health  care  resources.  The  outcomes 
and  effectiveness  studies  funded  by  AHCPR  are  crucial  to  answering  these  questions 
successfully. 

There  are  challenging  questions  about  outcomes  and  effectiveness  of  certain  treat- 
ments in  the  field  of  foot  and  ankle  care.  AHCPR,  working  with  the  podiatric  medi- 
cal profession,  should  address  these  issues.  We  are  prepared  to  work  vigorously  with 
the  agency  on  these  problems.  Therefore,  we  urge  your  commitment  to  increase  the 
funding  available  at  AHCPR. 

This  concludes  my  statement,  Mr.  Chairman.  I  would  be  pleased  to  respond  to  any 
questions  from  the  Members  of  the  Subcommittee. 

Senator  Inouye.  Dr.  Capello,  I  assume  from  your  statement  that 
you  are  having  difficulties  with  NIH? 

Dr.  Capello.  I  think  part  of  the  problem  is  obviously  the  funding 
that  has  been  alluded  to  before.  It  is  very  difficult  for  an  individual 
to  be  purely  in  research.  And  when  you  apply  for  grants  on  mul- 
tiple occasions  and  they  are  not  funded,  it  forces  you  to  go  looking 
more  at  private  practice  than  academic  medicine. 

And  as  a  result  of  that,  the  research  is  not  done  that  could  be 
done.  Right  now,  our  goals  in  terms  of  research  coincide  with  those 
of  the  Joint  Commission  on  the  Accreditation  of  Hospitals  and  we 
are  looking  toward  research  that  looks  at  effectiveness  and  out- 
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comes.  And  that  type  of  research  is  very  expensive  to  do,  but  yet 
that  kind  of  research  is  clinical  research  and  that  is  where  we,  as 
podiatric  physicians,  could  be  of  tremendous  benefit. 

Senator  Inouye.  As  you  may  know,  in  recent  years  I  have  been 
in  constant  dialog  with  the  Department  of  Defense  in  retaining 
podiatric  physicians  in  our  military  medical  services.  One  of  the 
problems  that  I  sense  is  that  orthopedic  surgeons  feel  that  they  do 
not  need  any  one  of  you. 

What  sort  of  training  do  you  have  to  undergo  to  become  a  doctor 
of  podiatric  medicine? 

Dr.  Capello.  The  training  to  become  a  doctor  of  podiatric  medi- 
cine starts  with  a  4-year-undergraduate  degree,  either  in  premed, 
biology;  the  same  as  any  medical  physician  would  undergo. 

The  podiatric  medical  education  is  also  4  years  long,  as  is  a  regu- 
lar medical  degree.  The  first  2  years  of  podiatric  medical  education 
are  identical  to  the  first  2  years  of  general  medical  school.  The  sec- 
ond 2  years,  however,  concentrate  more  specifically  on  the  lower 
extremity,  including  orthopedics,  including  surgery,  including  pros- 
thetics, orthotics. 

We  do  rotations  in  anesthesia,  pediatrics.  We  do  not  do  obstetrics 
and  gynecology.  We  do  not  do  a  lot  of  psychiatry.  It  is  more  clinical. 

At  the  completion  of  the  4  years  of  podiatric  medical  school,  we 
sit  for  your  national  boards  and  then  apply  for  residency  training. 
Residency  training,  at  this  point,  is  geared  toward  either  podiatric 
surgery  or  podiatric  orthopedics. 

At  this  point,  however,  we  are  starting  to  look  at  podiatric  family 
practice  or  general  medicine  as  well. 

A  surgical  residency  would  last  either  1,  2,  or  3  years,  depending 
upon  the  scope  of  practice  that  would  be  permitted  in  a  certain  geo- 
graphical area. 

Senator  Inouye.  I  have  a  confession  to  make.  I  am  for  you. 

Dr.  Capello.  Thank  you,  sir. 

Senator  Inouye.  I  am  one  of  the  many  thousands  who  have  suf- 
fered from  ingrown  toe  nails  and  I  have  been  going  to  orthopedic 
surgeons  and  they  have  been  botching  them  up. 

Dr.  Capello.  Can  I  leave  you  my  card? 

Senator  Inouye.  And  I  had  one  visit  with  a  podiatric  physician 
and  he  fixed  it  up. 

Dr.  Capello.  Thank  you,  sir. 

Senator  Inouye.  So  I  can  wear  shoes  like  the  rest  of  you.  So  I 
am  with  you.  And  whatever  you  want,  we  will  try  to  get. 

Dr.  Capello.  Thank  you. 

Senator  Inouye.  Thank  you  very  much. 

STATEMENT  OF  CATHY  LISS,  SENIOR  RESEARCH  ASSOCIATE,  SOCIETY 
FOR  ANIMAL  PROTECTIVE  LEGISLATION 

Senator  Inouye.  Now  may  I  call  on  Ms.  Christine  Stevens,  rep- 
resenting the  Society  for  Animal  Protective  Legislation;  Mr. 
Charles  O.  Cranford,  Area  Health  Education  Centers  Program;  Ms. 
Cheryl  Cameron  of  the  American  Association  of  Dental  Schools; 
Ms.  Deborah  Bailey  McFall,  American  Dental  Hygienists'  Associa- 
tion; Donald  Deignan,  United  Cerebral  Palsy  Association;  Mr.  Jules 
Hirsch,  American  Society  of  Clinical  Nutrition. 

May  I  now  call  on  Ms.  Stevens. 
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Ms.  Liss.  Thank  you.  My  name  is  Cathy  Liss  and  I  will  be  speak- 
ing on  behalf  of  Ms.  Stevens  who  regrets  she  had  to  leave  due  to 
a  scheduling  conflict. 

Senator  Inouye.  Will  you  tell  Ms.  Stevens  that  her  full  state- 
ment will  be  made  part  of  the  record. 

Ms.  Liss.  Thank  you.  I  will. 

On  behalf  of  the  Society  for  Animal  Protective  Legislation  and 
the  American  Humane  Association,  we  respectfully  request  an  ad- 
ditional appropriation  of  $1.5  million  for  the  National  Institutes  of 
Health's  National  Institute  of  Environmental  Health  Sciences, 
NIEHS;  and  an  additional  appropriation  of  $10  million  for  NIH's 
Biological  Models  and  Materials  Research  Program  [BMMRP]. 

On  February  1  of  this  year,  John  Gibbons,  director  of  the  White 
House  Office  of  Science  and  Technology  Policy,  stated:  "Animal  ex- 
perimentation is  justified  when  there  is  no  alternative,  but  tech- 
nology is  providing  nonanimal  methods  that  should  be  encouraged." 

Congress  has  been  supportive  of  these  efforts  in  the  past.  And  we 
hope  that  this  will  continue  so  that  biomedical  research  can  reap 
the  rewards  through  better  test  methods  and  reduced  animal  suf- 
fering. 

An  increase  in  funding  for  NIEHS  would  permit  the  establish- 
ment of  an  acute  toxicity  laboratory  for  alternative  methods  at  a 
cost  of  $450,000;  establishment  of  a  validation  program  including 
work  shops  on  validation  of  new  methods  will  be  possible  at  a  cost 
of  $1,050,000. 

And  if  additional  funding  is  provided  per  the  request  for 
BMMRP,  they  would  be  able  to  expand  their  current  program  by 
using  $5  million  for  new  investigative  grants,  known  as  ROl's,  for 
the  development  of  cell  systems  research  and  mathematical  and 
computer  modeling. 

An  additional  $5  million  would  be  used  to  expand  preexisting  fa- 
cilities for  housing  of  aquatic  organisms. 

And  I  would  like  to  use  the  rest  of  my  time  to  discuss  the  regula- 
tions for  enforcement  of  the  improved  standards  for  laboratory  ani- 
mals amendment  to  the  Animal  Welfare  Act. 

On  February  25,  1993,  more  than  7  years  after  Congress  enacted 
the  improved  standards,  U.S.  district  court  Judge  Richey  issued  a 
ruling  upholding  the  congressional  mandate  requiring  exercise  for 
laboratory  dogs  and  an  environment  adequate  to  promote  psycho- 
logical well-being  of  primates. 

Judge  Richey  found  that  the  final  regulations,  which  were  pro- 
mulgated by  USDA  with  strong  guidance  from  the  National  Insti- 
tutes of  Health,  were  arbitrary  and  capricious.  These  regulations 
rely  on  performance-based  standards. 

In  issuing  his  ruling,  the  judge  stated  that  these  regulations: 

Do  not  provide  the  minimum  requirements  mandated  in  the  act.  A  dog  is  man's 
best  friend,  which  is  an  old  adage  the  defendants  (meaning  USDA,  HHS,  and  OMB) 
have  either  forgotten  or  decided  to  ignore.  Hopefully,  the  new  Secretary  will  ensure 
that  the  bureaucracy  he  inherits  in  special  interest  groups  with  which  he  must  con- 
tend will  be  forced  to  remember  this  sentiment  and  comply  with  the  law. 

Referring  to  special  interest  groups'  efforts  to  delay  implementa- 
tion of  requirements  under  the  improved  standards  for  laboratory 
animals  amendments,  the  judge  stated: 
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Former  Judge  J.  Skelly  Wright  of  our  court  of  appeals,  once  said  in  essence,  "the 
regulators  in  Washington  are  regulated  by  the  regulated."  This  may  well  be  the  case 
here. 

If  this  is  so  here,  then  something  needs  to  be  done  to  change  the  process. 

The  National  Association  of  Biomedical  Research,  one  of  the  spe- 
cial interest  groups,  made  a  motion  to  intervene  on  behalf  of  the 
defendants  which  was  denied  by  the  judge.  But  that  is  currently 
under  appeal. 

And  on  April  26,  the  defendants  announced  their  intention  to  ap- 
peal Judge  Richey's  sound  decision.  Members  of  this  distinguished 
group  can  help  achieve  modest  but  much  improvements  and  condi- 
tions for  these  laboratory  animals  by  urging  the  defendants  to  ful- 
fill the  mandate  of  Congress  by  withdrawing  their  appeal  of  Judge 
Richey's  prudent  decision  and  pursuing  promulgation  of  sound  reg- 
ulations without  further  delay. 

PREPARED  STATEMENT 

And  I  would  like  to  submit  for  the  subcommittee's  use  two  publi- 
cations of  the  Animal  Welfare  Institute,  one  "Beyond  the  Labora- 
tory Door,"  which  documents  lack  of  compliance  with  the  Federal 
Animal  Welfare  Act  at  research  institutions,  and  another  publica- 
tion entitled  "Comfortable  Quarters  for  Laboratory  Animals,"  which 
gives  examples  of  proper  housing  that  can  be  provided  for  these 
animals  and  their  needs  can  be  met  without  a  big  price  tag. 

Thank  you  very  much. 

[The  statement  follows:] 

Statement  of  Christine  Stevens 

On  behalf  of  the  Society  for  Animal  Protective  Legislation  and  the  American  Hu- 
mane Association,  we  respectfully  request  an  additional  appropriation  of  $1.5  mil- 
lion for  the  National  Institutes  of  Health's  National  Institute  of  Environmental 
Health  Sciences  (NIEHS)  and  an  additional  appropriation  of  $10  million  for  NIH's 
Biological  Models  and  Materials  Research  Program  (BMMR)  for  the  fiscal  year  1994. 
These  monies  will  support  a  variety  of  initiatives  to  ensure  strong  progress  in  reduc- 
ing our  reliance  on  use  of  animals  in  experimentation  through  refinement  of  proto- 
cols to  lessen  animal  pain  and  suffering,  reduction  in  the  numbers  of  animals  used 
and  replacement  of  animals  with  appropriate  models  (known  as  the  "3R's"). 

On  February  1,  1993,  John  Gibbons,  Director  of  the  White  House  Office  of  Science 
and  Technology  Policy  stated,  "Animal  experimentation  is  justified  when  there  is  no 
alternative,  but  technology  is  providing  non-animal  methods  that  should  be  encour- 
aged." Congress  has  been  supportive  of  these  efforts  in  the  past  and  we  hope  that 
this  will  continue  so  that  biomedical  research  can  reap  the  rewards  through  better 
test  methods  and  reduced  animal  suffering. 

NATIONAL  INSTITUTE  OF  ENVIRONMENTAL  HEALTH  SCIENCES  (NIEHS) 

An  increase  in  funding  for  NIEHS  would  permit  the  establishment  of  an  Acute 
Toxicity  Laboratory  at  a  cost  of  $450,000.  Establishment  of  a  Validation  Program 
including  workshops  on  validation  of  new  methods  will  be  possible  at  a  cost  of 
$1,050,000.  Before  existing  animal  tests  can  be  replaced,  it  is  necessary  to  conduct 
rigorous  evaluation  of  new  methods  which  are  developed.  This  is  vital  to  ensure  that 
the  new  methods  will  be  accepted  as  replacements  for  existing  ones.  $45,000  would 
permit  conduct  of  a  Consensus  Conference  on  New  Methods.  The  conference  would 
focus  on  the  evaluation  of  existing  toxicological  methods,  review  problem  areas  that 
need  to  be  addressed  and  encourage  acceptance  and  use  of  new  techniques. 

BIOMEDICAL  MODELS  AND  MATERIALS  RESEARCH  PROGRAM  (BMMRP) 

Following  congressional  mandate,  the  BMMRP  was  established  by  the  National 
Institutes  of  Health  to  provide  for  the  development  and  support  of  non-mammalian 
models,  such  as  cell  systems  and  non-biological  systems  for  biomedical  research. 
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BMMRP  supports  both  the  American  Type  Culture  Collection,  responsible  for  dis- 
tribution of  cultures  and  micro-organisms  to  researchers  and  the  Yeast  Genetic 
Stock  Center,  which  maintains  and  distributes  yeast  strains. 

If  provided  the  additional  funding,  the  BMMRP  would  be  able  to  expand  its  cur- 
rent program  by  using  $5  million  for  new  investigative  grants  (ROl's)  for  the  devel- 
opment of  cell  systems  research  and  mathematical  and  computer  modeling.  An  addi- 
tional $5  million  would  be  used  to  expand  pre-existing  facilities  for  housing  of  ma- 
rine and  freshwater  organisms. 

REGULATIONS  FOR  ENFORCEMENT  OF  THE  IMPROVED  STANDARDS  FOR  LABORATORY 
ANIMALS  AMENDMENTS  TO  THE  ANIMAL  WELFARE  ACT 

On  February  25,  1993,  more  than  seven  years  after  Congress  enacted  the  Im- 
proved Standards  for  Laboratory  Animals  (ISLA)  amendments  to  the  Animal  Wel- 
fare Act,  U.S.  District  Court  Judge  Richey  issued  a  ruling  upholding  the  Congres- 
sional Mandate  for  exercise  for  laboratory  dogs  and  an  environment  adequate  to 
promote  psychological  well-being  of  laboratory  primates.  Judge  Richey  found  the 
final  regulations,  promulgated  by  USDA  with  strong  guidance  from  the  National  In- 
stitutes of  Health,  arbitrary  and  capricious.  These  regulations  rely  on  "performance 
based  standards". 

In  issuing  his  ruling  the  judge  stated  that  the  regulations  "*  *  *  do  not  provide 
the  minimum  requirements  mandated  in  the  Act.  'A  dog  is  man's  best  friend'  is  an 
old  adage  which  the  Defendants  [USDA,  HHS  and  OMB]  have  either  forgotten  or 
decided  to  ignore.  Hopefully  the  new  Secretary  will  ensure  that  the  bureaucracy  he 
inherits  and  the  special  interest  groups  with  which  he  must  contend  will  be  forced 
to  remember  this  sentiment  and  comply  with  the  law." 

Referring  to  special  interest  groups'  efforts  to  delay  implementation  of  require- 
ments under  ISLA,  the  judge  stated,  "*  *  *  former  Judge  J.  Skelly  Wright  of  our 
Court  of  Appeals  once  said,  in  essence,  that  the  regulators  in  Washington  are  regu- 
lated by  the  regulated.  This  may  well  be  the  case  here.  If  this  is  so  here,  then  some- 
thing needs  to  be  done  to  change  the  process." 

The  judge's  order  states  that  USDA  must  promulgate  new  regulations,  "without 
unnecessary  delay",  under  ISLA.  The  judge  further  ordered  that  the  Plaintiffs  [Ani- 
mal Legal  Defense  Fund,  Society  for  Animal  Protective  Legislation,  Dr.  Roger  Fouts, 
Dr.  Bernard  Migler  and  William  Strauss]  "may  make  further  application  to  this 
Court  in  the  event  that  the  Defendants  do  not  act  with  all  deliberate  speed.  *  *  *" 

The  National  Association  for  Biomedical  Research,  a  special  interest  group,  made 
a  motion  to  intervene  on  behalf  of  the  Defendants,  which  was  denied  by  the  judge, 
but  is  under  appeal.  On  April  26,  1993,  the  Defendants  announced  their  intention 
to  appeal  Judge  Ridley's  decision. 

Members  of  this  distinguished  subcommittee  can  help  achieve  modest,  but  much- 
needed  improvements  in  conditions  for  these  laboratory  animals  by  urging  the  De- 
fendants to  fulfill  the  mandate  of  Congress  by  withdrawing  their  appeal  of  Judge 
Richey's  prudent  decision  and  pursuing  promulgation  of  sound  regulations  without 
further  delay. 

Senator  Inouye.  Thank  you  very  much.  Those  publications  will 
be  received  and  made  part  of  the  file. 

You  have  asked  $450,000,  I  believe,  for  an  acute  toxicity  lab. 
How  do  you  propose  to  use  that  money? 

Ms.  Liss.  $450,000  for  the  acute  toxicity  lab  to  work  on  alter- 
native methods.  That  is  correct. 

Senator  Inouye.  Is  that  what  is  it  going  to  be  used  for? 

Ms.  Liss.  This  would  be  established  within  the  NIEHS. 

Senator  Inouye.  Is  the  administration  favoring  this?  I  am  just 
curious,  that  is  all. 

Ms.  Liss.  That  I  am  not  aware.  I  know  that  the  Director  of  NIH 
believes  that  this  would  help  fulfill  mandates  from  Congress  for 
work  on  alternatives  on  this  area. 

Senator  Inouye.  We  will  look  into  this  very  carefully. 

Ms.  LlSS.  Thank  you  very  much. 

Senator  INOUYE.  Thank  you  very  much. 
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STATEMENT  OF  CHARLES  O.  CRANFORD,  DDS,  EXECUTIVE  DIRECTOR, 
AREA  HEALTH  EDUCATION  CENTERS  PROGRAM,  UNIVERSITY  OF 
ARKANSAS  FOR  MEDICAL  SCD3NCES 

Senator  Inouye.  Now  may  I  call  on  Dr.  Cranford? 

Dr.  Cranford.  Thank  you,  Senator  Inouye.  I  am  Dr.  Charles 
Cranford,  the  executive  director  of  the  Arkansas  Health  Education 
Centers  Program.  As  the  chairman-elect  of  the  National  Organiza- 
tion of  AHEC  Program  Directors,  I  am  here  today  to  speak  on  be- 
half of  the  National  AHEC  Program. 

The  National  AHEC  Program  also  includes  the  Health  Education 
and  Training  Centers,  or  HETC's  Program.  There  are  AHEC  pro- 
grams in  35  States,  29  now  receiving  Federal  support.  We  appre- 
ciate the  past  support  that  we  have  received  from  this  subcommit- 
tee, and  we  believe  it  is  essential  that  the  National  AHEC  Program 
continue. 

The  need  for  the  AHEC  Program  has  never  been  greater,  espe- 
cially in  view  of  the  anticipated  reform  of  our  health  care  delivery 
system.  Most  elements  of  such  reform  are  yet  to  be  identified,  but 
one  element  is  certain.  We  must  expand  the  capacity  to  deliver 
more  primary  health  care  services.  Expanding  that  capacity  are 
basic  core  programs  of  the  area  health  education  centers  program. 
Particularly  noteworthy  are  the  evolving  partnerships  between 
AHEC's  and  community  health  centers. 

Recent  collaborations  in  our  State  and  in  many  other  States  en- 
hances the  ability  of  community  health  centers  to  deliver  health 
care  services  to  the  underserved.  AHEC's  and  community  health 
centers  work  side  by  side  to  improve  health  care.  Emerging  tele- 
communications systems  such  as  compressed  video  will  provide 
AHEC's  with  a  greater  ability  to  deliver  continuing  education  and 
to  provide  a  system  through  which  some  health  care  services  can 
be  delivered  to  remote  populations. 

In  1991-92,  40,203  students  and  residents  were  trained  in  AHEC 
settings,  and  nearly  1.5  million  practitioners  participated  in  AHEC 
programs  of  continuing  education.  Moreover,  AHEC  programs  have 
been  a  primary  vehicle  for  recruiting  young  people  into  health  ca- 
reers with  a  special  focus  on  minority  health  care  personnel. 

In  Arkansas,  we  have  more  than  matched  the  Federal  funding 
we  have  received  to  develop  a  new  center  in  the  heart  of  the  Lower 
Mississippi  River  Delta  to  increase  the  number  of  family  practice 
doctors  being  trained  each  year.  Almost  one-half  of  these  graduates 
are  located  in  towns  of  10,000  or  less. 

This  year,  26  percent  of  the  graduating  class  in  our  College  of 
Medicine  chose  family  practice,  almost  double  the  national  average, 
and  that  is  an  outcome  that  ranks  among  the  best  in  the  Nation. 

Given  the  record  of  accomplishments  of  AHEC's  throughout  the 
Nation,  and  given  the  recent  strong  endorsement  of  AHEC  by  the 
Congress  as  a  primary  care  program,  my  colleagues  and  I  were 
stunned  to  discover  that  the  Department  of  Health  and  Human 
Services  had  recently  proposed  a  major  reduction  in  the  funding  of 
AHEC's  and  the  elimination  of  the  funding  of  health  education 
training  centers. 

When  Congress  reauthorized  the  AHEC  program  in  1992,  it 
reaffirmed  its  belief  in  the  importance  of  these  programs,  and  now 
with  reform  of  the  health  care  system  on  the  horizon,  even  more 
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primary  care  will  be  needed  in  these  community  settings  to  fulfill 
those  expectations.  We  believe  it  is  essential  that  the  Congress  ap- 
propriate the  full  $25  million  authorization  to  AHEC  and  the  $5 
million  authorization  to  the  HET  program. 

PREPARED  STATEMENT 

The  Federal  Government  is  to  be  commended  for  having  provided 
the  catalyst  for  AHEC  programs  in  the  past  and  for  authorizing 
Federal/State  AHEC  partnerships  for  the  future,  and  we  look  for- 
ward to  continuing  to  work  with  you  to  help  ensure  access  for 
health  care  for  all  Americans. 

Thank  you,  sir. 

[The  statement  follows:] 

Statement  of  Charles  O.  Cranford 

Mister  Chairman,  and  members  of  the  subcommittee,  I  am  Dr.  Charles  Cranford, 
the  Executive  Director  of  the  Arkansas  Area  Health  Education  Centers  Program,  or 
the  Arkansas  AHEC  Program,  as  we  call  it.  Scheduled  to  be  with  me  today  was  Dr. 
J.S.  Reinschmidt,  Director  of  the  Oregon  AHEC  Program.  I  regret  to  report  that  Dr. 
Reinschmidt  has  taken  ill,  and  is  unable  to  be  here. 

I  am  here  today  to  speak  on  behalf  of  the  National  AHEC  Program,  authorized 
by  Section  746  in  Title  VII  of  the  Public  Health  Service  Act.  The  National  AHEC 
Program  also  includes  the  Health  Education  and  Training  Centers,  or  HETC's. 
There  are  AHEC  Programs  and/or  HETC  Programs  in  thirty-five  states,  twenty-nine 
now  receiving  federal  support. 

We  appreciate  the  support  that  we  have  received  through  the  years  from  you  and 
from  this  sub-committee,  and  we  believe  it  is  essential  that  the  National  AHEC  Pro- 
gram continue.  The  need  for  the  AHEC  Program  has  never  been  greater,  especially 
in  view  of  the  anticipated  reform  of  our  health  care  delivery  system.  Most  elements 
of  such  reform  are  yet  to  be  identified,  but  one  element  is  certain — we  must  expand 
the  capacity  of  the  health  care  system  to  deliver  more  primary  health  care  services. 
Expanding  the  capacity  of  the  health  care  system  to  deliver  more  primary  care  serv- 
ices through  educational  strategies  are  basic  core  programs  of  AHEC's. 

There  is  a  maldistribution  of  physicians  and  other  health  practitioners,  both  by 
specialty  and  by  geographic  location.  These  two  elements  of  maldistribution  must 
be  addressed  if  all  Americans  are  to  have  access  to  health  care  services.  AHEC  Pro- 
grams are  ideally  positioned  to  address  the  shortage  of  primary  care  providers  on 
a  state  and  state/regional  basis,  the  only  places  such  shortages  can  be  resolved. 

The  AHEC  Program  has  evolved  into  an  effective  partnership  involving  the  fed- 
eral government,  state  governments,  local  governments,  health  science  schools,  com- 
munity hospitals  and  health  care  practitioners.  Particularly  noteworthy  are  the 
evolving  partnerships  between  AHEC's  and  community  health  centers.  Recent  col- 
laborations in  our  state  and  in  many  others  enhance  the  ability  of  community  health 
centers  to  deliver  health  care  services  to  the  underserved — AHEC's  and  community 
health  centers  work  side  by  side  to  improve  health  care.  Students  and  medical  resi- 
dents are  able  to  take  a  portion  of  their  clinical  training  at  community  health  cen- 
ters— an  arrangement  that  ends  up  benefiting  everyone.  Students  and  residents  re- 
ceive an  exposure  to  health  care  delivery  in  a  community  setting;  Community 
Health  Centers  are  able  to  augment  their  services  by  highly  qualified  health  person- 
nel; and,  the  people  of  the  community  benefit  by  having  increased  access  to  health 
care. 

AHEC  Programs  also  work  with  health  science  schools  to  offer  continuing  edu- 
cation and  technical  assistance  to  practicing  health  professionals  throughout  our 
states.  This  service  helps  community-based  professionals  feel  less  isolated  and  also 
assures  them  that  they  can  keep  up  to  date  even  if  they  practice  far  from  the  major 
medical  centers.  Emerging  telecommunications  systems  such  as  compressed  video 
will  provide  AHEC's  with  a  greater  capability  to  deliver  continuing  education  and 
to  provide  a  system  through  which  some  health  care  services  can  be  delivered  to 
remote  populations. 

In  1991-92,  40,203  students  and  residents  were  trained  in  AHEC  settings,  and 
nearly  1,500,000  practitioners  participated  in  AHEC's  programs  of  continuing  edu- 
cation. Another  4,885  National  Health  Service  Corps  personnel  also  participated  in 
these  programs.  Moreover,  AHEC/HETC  programs  have  been  a  primary  vehicle  for 
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recruiting  young  people  into  health  careers  with  a  special  focus  on  minority  health 
care  personnel. 

In  Arkansas  the  health  sciences  university,  through  the  AHEC  Program,  reaches 
out  to  people  and  communities,  making  programs  available  to  thousands  of  our  citi- 
zens. Indirectly,  the  AHEC  Program  has  significantly  strengthened  our  local  com- 
munity hospitals  providing  our  state  with  a  system  of  strong  regional  hospitals  that 
offer  excellence  in  primary,  secondary,  and  tertiary  care. 

We  believe  that  the  National  AHEC  Program  demonstrates  our  government  work- 
ing at  its  best.  In  Arkansas  we  have  more  than  matched  the  federal  funding  we 
have  received  to  develop  a  new  center  in  the  heart  of  the  Lower  Mississippi  River 
Delta,  to  increase  the  number  of  family  practice  residents  being  trained  each  year 
(almost  half  of  the  graduates  are  locating  in  towns  of  10,000  or  less),  and  to  expand 
and  diversify  our  AHEC  programs  in  allied  health,  nursing,  and  pharmacy.  This 
year  26  percent  of  the  graduating  class  in  the  College  of  Medicine  chose  family  prac- 
tice, an  accomplishment  resulting  largely  from  the  efforts  of  the  Arkansas  AHEC 
Program,  and  an  outcome  that  ranks  among  the  best  in  the  nation. 

Studies  performed  by  GAO,  the  Carnegie  Foundation,  and  professional  commis- 
sions and  independent  research  firms  have  given  strong  endorsements  for  the  AHEC 
Program.  We  who  work  in  the  Program  are  pleased  to  note  that  the  AHEC  concept 
is  even  more  widely  embraced  by  academic  health  centers  and  advocates  for  the  un- 
derserved  than  when  the  program  was  first  introduced  by  the  Carnegie  Foundation 
over  twenty  years  ago.  It  continues  to  be  an  important  program  for  Arkansas  as  it 
is  for  every  state  that  plans  to  address  the  shortage  and  the  geographic  maldistribu- 
tion of  primary  health  care  providers. 

Given  the  record  of  accomplishment  of  AHEC's  throughout  the  nation  in  relation 
both  in  the  training  of  primary  care  practitioners  and  in  improving  their  distribu- 
tion in  underserved  communities,  and  given  the  recent  strong  endorsement  of  AHEC 
by  the  Congress  as  a  primary  care  program  through  Section  746  of  Title  VII,  my 
colleagues  and  I  were  stunned  to  discover  that  the  Department  of  Health  and 
Human  Services  had  recently  proposed  a  major  reduction  in  the  funding  of  AHEC's 
and  the  elimination  of  funding  for  HETC's. 

Insofar  as  the  activities  of  the  AHEC/HETC  Programs  are  at  the  core  of  the  strat- 
egies outlined  in  the  excellent  "Agenda  for  Health  Professions  Reform"  of  the  Bu- 
reau of  Health  Professions,  we  are  further  perplexed  by  the  actions  of  the  Depart- 
ment relative  to  AHEC/HETC  funding. 

When  the  Congress  reauthorized  the  AHEC/HETC  program  in  1992,  it  reaffirmed 
its  belief  in  the  importance  of  these  programs  as  vehicles  to  link  academic  health 
centers  with  community  service  agencies  to  improve  the  supply  and  distribution  of 
primary  care  personnel  in  underserved  communities.  And  now  with  reform  of  the 
health  care  system  on  the  horizon,  even  more  primary  care  will  be  needed  in  these 
community  settings.  To  fulfill  those  expectations  it  is  essential  that  the  Congress 
appropriate  the  full  $25M  to  AHEC,  and  the  $5M  to  HETC  that  are  authorized  by 
Public  Law  102-408  for  the  fiscal  year  beginning  October  1,  1993. 

The  federal  government  is  to  be  commended  for  having  provided  the  catalyst  for 
AHEC  programs  in  the  past  and  for  authorizing  federal/state  AHEC  partnerships 
for  the  future.  We  look  forward  to  continuing  to  work  with  the  Congress  to  help  in- 
sure access  to  health  care  for  all  Americans. 

Senator  Inouye.  Thank  you  very  much,  doctor.  I  am  certain,  you 
know,  that  Senator  Bumpers  wanted  to  be  here.  He  asked  me  to 
convey  his  regrets  to  you. 

Dr.  Cranford.  Yes;  I  am  aware. 

Senator  INOUYE.  Since  he  is  a  member  of  the  subcommittee,  I  am 
sure  he  will  be  waving  his  flag,  sir. 

Dr.  Cranford.  Thank  you,  sir. 

STATEMENT  OF  DR.  CHERYL  CAMERON,  AMERICAN  ASSOCIATION  OF 
DENTAL  SCHOOLS 

Senator  INOUYE.  Our  next  witness  is  Dr.  Cheryl  Cameron,  Amer- 
ican Association  of  Dental  Schools. 

Dr.  Cameron.  Good  afternoon.  I  am  Dr.  Cheryl  Cameron,  associ- 
ate professor  and  director  of  clinical  assessment  and  planning  at 
the  University  of  Washington  School  of  Dentistry.  I  am  testifying 
on  behalf  of  the  American  Association  of  Dental  Schools. 
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Mr.  Chairman,  we  see  increased  funding  for  the  HIV  AIDS  den- 
tal reimbursement  program  to  partially  offset  the  rising  unreim- 
bursed costs  we  incur  providing  oral  health  services  to  those  with 
HIV  infection.  Annual  unreimbursed  costs  at  dental  schools  range 
from  several  thousand  dollars  at  the  University  of  Iowa  to  nearly 
$1  million  at  the  University  of  California,  San  Francisco. 

The  University  of  Washington  Dental  School  and  Hospital  dental 
programs  received  over  $130,000  from  this  program  last  year.  We 
expect  this  amount  to  increase  this  year.  Last  year,  7.5  percent  of 
the  patients  we  saw  at  the  dental  school  were  identified  as  being 
at  risk  for  HIV  infection.  This  year,  this  percentage  was  increased 
to  9  percent  at  the  dental  school,  and  the  hospital  clinics  see  an 
even  higher  percentage  of  HIV-infected  individuals. 

Our  dental  school  and  hospital  clinics  may  be  the  only  place 
where  some  of  these  patients  will  be  treated  and  find  proper  care. 
In  addition,  this  program  enables  dental  students  and  residents  to 
become  knowledgeable  about  the  diagnosis  and  treatment  of  HIV 
infection.  This  is  essential  as  we  approach  health  care  reform  and 
aim  to  develop  a  work  force  that  is  willing  and  able  to  care  for  all 
citizens. 

We  urge  an  appropriation  of  $7  million  for  the  continuation  of 
this  important  program.  We  are  also  requesting  increased  funding 
for  general  dentistry  residency  programs. 

Mr.  Chairman,  if  you  are  looking  for  a  primary  care  success 
story,  this  is  it.  The  general  dentistry  programs  train  dentists  to 
diagnose  and  treat  complex  dental  diseases  with  less  dependence 
on  specialists.  These  dentists  manage  the  oral  health  care  of  their 
patients  in  outpatient  community  and  hospital  settings  and  coordi- 
nate care  with  their  medical  colleagues. 

This  program  meets  every  Federal  objective  for  primary  care. 
The  program  is  very  cost  effective.  Every  program  is  required  to  be- 
come financially  self-sufficient  within  3  years.  Our  retention  rate  is 
extremely  high;  87  percent  of  general  dentistry  graduates  remain 
in  primary  care. 

General  dentistry  programs  train  a  greater  percentage  of  minori- 
ties that  are  graduating  from  dental  schools  and  at  the  University 
of  Washington  our  program  is  training  a  higher  percentage  of 
women  than  are  graduating  from  dental  schools. 

We  fill  every  residency  position,  and  there  is  so  much  demand  for 
this  training  that  one-third  of  the  applicants  are  turned  away  every 
year. 

Given  the  success,  we  are  dumbfounded  with  the  administra- 
tion's budget  request  that  would  cut  general  dentistry.  We  urge  the 
subcommittee  to  appropriate  $6  million  for  general  dentistry  in  fis- 
cal year  1994  so  we  can  create  70  new  residency  positions  nation- 
wide. 

PREPARED  STATEMENT 

Mr.  Chairman,  we  also  urge  Congress  to  fully  support  the  health 
professions  training  and  minority  health  programs  contained  in 
title  VII  and  to  support  funding  of  $197  million  for  the  National 
Institute  of  Dental  Research. 

Thank  you  for  this  opportunity  to  testify,  and  I  would  be  pleased 
to  answer  any  questions  you  may  have. 
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[The  statement  follows:] 

Statement  of  Dr.  Cheryl  Cameron 

I  am  Dr.  Cheryl  Cameron,  Associate  Professor  and  Director  of  Clinical  Assessment 
at  the  University  of  Washington  School  of  Dentistry  in  Seattle.  On  behalf  of  the 
American  Association  of  Dental  Schools  (AADS),  I  am  pleased  to  have  the  oppor- 
tunity to  present  the  fiscal  year  1994  funding  recommendations  for  health  profes- 
sions training  and  research  programs  especially  important  to  dental  education. 
AADS  represents  all  of  the  nation's  55  dental  schools  as  well  as  many  advanced 
education,  hospital  and  allied  dental  education  programs.  We  deeply  appreciate  the 
support  this  Subcommittee  has  given  to  these  programs  in  the  past.  The  funding 
you  have  provided  has  made  possible  tremendous  progress  in  health  professions 
education  and  biomedical  research,  which  has  led  to  significant  improvements  in  the 
nation's  health. 

As  this  Subcommittee  knows,  dentistry  has  been  highly  successful  in  preventing 
oral  disease  and  in  developing  effective,  but  relatively  inexpensive  treatment  meth- 
ods. Funding  invested  in  dental  research  saves  the  nation  approximately  $4  billion 
each  year.  Important  accomplishments  have  been  made  not  only  in  the  most  com- 
mon dental  diseases — tooth  decay  and  periodontal  diseases — but  across  the  broad 
field  of  oral  health  care.  Today,  dentists  research  and  treat  complex  oral  diseases 
as  well  as  oral  responses  to  systemic  diseases.  Dental  schools  prepare  dentists  to 
treat  patients  who  have  medical  and  handicapping  conditions,  or  who  are  subject 
to  therapies  or  drug  regimens  that  compromise  their  oral  health.  These  patient 
groups  include  individuals  suffering  from:  oral  cancers;  the  human  immuno- 
deficiency virus;  diseases  such  as  cystic  fibrosis  and  diabetes;  rare  or  so-called  "or- 
phan" diseases  and  genetic  and  developmental  disorders  such  as  ectodermal 
dysplasias,  Sjogren's  syndrome,  and  cleft  lip  and  cleft  palate;  oral  complications  of 
cancer  chemotherapy  or  radiation;  and  patients  who  need  major  facial  reconstructive 
surgery  because  of  serious  injuries. 

While  we  are  extremely  proud  of  our  accomplishments,  we  do  not  want  to  leave 
the  Subcommittee  with  the  misconception  that  the  nation's  oral  health  problems 
have  disappeared.  Oral  diseases  are  among  the  most  prevalent  of  all  chrome  health 
conditions.  Eighty-four  percent  of  all  children  have  experienced  dental  decay  by  age 
17.  Periodontal  disease  is  pervasive,  affecting  between  forty  and  seventy  percent  of 
adults,  depending  on  the  age  group.  More  than  a  third  of  adults  over  age  65  have 
lost  all  their  teeth.  Oropharyngeal  cancer  is  more  common  than  leukemia,  Hodgkin's 
disease,  melanoma  of  the  skin,  and  cancers  of  the  brain,  cervix,  ovary,  liver,  pan- 
creas, bone,  thyroid  gland,  testis,  or  stomach.  Particularly  disturbing  is  the  fact  that 
the  five  year  survival  rate  for  oral  cancer  among  African  Americans  is  twenty-two 
percent  less  than  that  for  whites,  the  largest  difference  in  survival  rates  for  all 
types  of  cancer. 

Our  funding  requests  for  fiscal  year  1994  reflect  the  expanding  role  of  dentistry 
and  the  changing  nature  of  the  profession.  Because  the  Subcommittee  is  under  se- 
vere fiscal  constraints,  we  have  identified  dental  education  and  research  programs 
that  are  extremely  cost  effective  and  will  yield  a  significant  return  for  the  federal 
investment. 

HIV  I  AIDS  Dental  Reimbursement  program. — Federal  support  of  this  reimburse- 
ment program  increases  access  to  oral  health  services  for  HIV  positive  individuals 
and,  at  the  same  time,  educates  dental  students  and  residents  to  care  for  persons 
with  HrV  disease.  Thus,  two  important  federal  objectives — service  to  patients  of  lim- 
ited means  and  education  of  future  practitioners — is  accomplished  with  this  impor- 
tant, but  very  modest  federal  program. 

AIDS  patients,  as  a  group  suffer  a  high  incidence  of  oral  disease  and  oral  health 
care  is  very  important  to  HIV  -l-  patients.  A  recent  survey  of  857  clients  of  the  Rob- 
ert Wood  Johnson  Foundations'  AIDS  Health  Services  Program  in  9  cities  found 
that  more  respondents  (52  percent)  reported  a  need  for  dental  care  than  any  other 
service.  For  example,  oral  lesions,  common  in  HIV  infected  individuals,  can  cause 
significant  pain  and  oral  infection  leading  to  fevers,  difficulty  in  eating,  speaking  or 
taking  medication,  and  weight  loss.  Moreover,  the  development  of  some  oral  prob- 
lems may  signify  that  HIV  disease  is  progressing.  Recognition  of  these  oral  problems 
indicates  the  need  for  initiation  of  treatment  with  antiretroviral  therapy,  drugs  to 
prevent  pneumonia,  or,  indeed,  involvement  in  a  clinical  drug  or  vaccine  trial. 

It  is  important  to  remember  that  private  insurance  and  Medicaid  coverage  for 
dental  services  is  very  limited  or  simply  unavailable.  This  lack  of  sufficient  reim- 
bursement particularly  affects  those  dental  clinics  providing  care  for  a  significant 
number  of  HrV  infected  individuals.  We  note  that  a  growing  part  of  the  uninsured 
population  dental  clinics  serve  is  women  with  HrV  infection,  many  of  whom  work 
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in  small  businesses  or  lower  income  jobs  where  insurance  is  not  provided.  Many  of 
these  women  have  had  little  access  to  health  care  and  this  program  has  enabled 
dental  schools  not  only  to  provide  them  with  oral  health  care,  but  to  help  them  enter 
the  health  care  system  for  treatment  of  their  HIV  disease. 

The  AIDS  Dental  Reimbursement  program  serves  as  a  kind  of  "matching  fund" 
that  recognizes  the  significant  expenditures  incurred  by  dental  programs  that  serve 
a  disproportionate  share  of  AIDS  patients.  The  program  has  also  enhanced  relation- 
ships of  dental  education  institutions  with  state  and  local  AIDS  care  consortia.  In 
fiscal  year  1992,  78  institutions  received  a  share  of  the  $5.2  million  appropriated, 
compared  to  56  programs  the  previous  year.  Currently,  unreimbursed  costs  are  ris- 
ing as  the  number  of  HIV  infected  individuals  continue  to  grow.  AADS  urges  an  ap- 
propriation of  $7  million  in  fiscal  year  1994  to  allow  modest  growth  in  this  impor- 
tant program.  We  note  that  the  National  Organizations  Responding  to  AIDS 
(NORA)  Coalition  also  recommends  this  level  of  funding  in  their  fiscal  year  1994  ap- 
propriations funding  recommendations. 

General  Dentistry  Residencies. — At  a  time  when  many  decry  the  shortage  of  pri- 
mary care  health  professionals  and  search  for  programs  that  will  attract  generalists, 
we  are  pleased  to  present  a  cost-effective  primary  care  success  story.  General  Den- 
tistry programs  provide  graduates  with  primary  care  training  similar  to  the  intern- 
ship year  in  medicine.  Dentists  who  have  had  the  benefit  of  this  advanced  residency 
training  are  better  prepared  to  provide  complex  dental  services  for  patients  who  suf- 
fer oral  problems  as  a  consequence  of  chemotherapy  or  radiation  treatment  for  can- 
cer or  who  have  special  problems  from  other  systemic  diseases,  including  asthma 
and  heart  disease.  Consequently,  these  dentists  rely  less  on  specialists.  Dentists 
who  can  serve  a  broad  range  of  patient  needs  are  especially  important  in  rural  and 
underserved  urban  areas,  where  logistical  or  financial  barriers  can  make  specialized 
care  unobtainable. 

The  General  Dentistry  program  improves  access  and  availability  of  primary  care 
services.  General  Dentistry  programs  treat  large  numbers  of  underserved  popu- 
lations such  as  the  poor,  developmentally  disabled,  elderly,  and  HIV  infected  indi- 
viduals. All  of  the  current  grantees  include  off-site  rotations  to  underserved  commu- 
nities or  populations.  Eighty-seven  percent  of  those  who  receive  general  dentistry 
training  remain  in  primary  care  practice.  Recent  evaluations  confirm  the  success  of 
General  Dentistry  programs  in  meeting  federal  primary  care  objectives.  The  Bureau 
of  Health  Professions  study  of  postgraduate  General  Dentistry  education  found  that 
"Considering  the  relatively  modest  investment  of  funds  by  the  federal  government, 
the  impact  on  the  growth  and  scope  of  General  Dentistry  programs  and  the  subse- 
quent effect  on  dental  care  has  been  substantial." 

Demand  continues  to  outpace  supply  for  this  primary  care  training  as  approxi- 
mately 300  additional  training  positions  would  be  needed  to  accommodate  the  cur- 
rent demand  for  these  positions.  Without  Federal  support,  it  would  be  extremely  dif- 
ficult to  create  new  programs,  because  of  the  lead  time  needed  for  these  programs 
to  become  self  sufficient  and  because  of  the  high  cost  of  dental  equipment  and  in- 
strumentation. We  are  concerned  that  while  the  Administration  proposes  to  target 
funding  to  promote  primary  care  education,  increased  support  is  provided  only  for 
programs  focussed  on  family  medicine,  general  internal  medicine  and  pediatrics  and 
some  nursing  programs;  and,  despite  its  successes,  General  Dentistry  received  a  pro- 
posed cut.  Because  this  program  is  a  primary  care  success  story  and  because  more 
students  seek  this  training  than  can  be  accommodated,  we  urge  the  Subcommittee 
to  appropriate  $6  million  for  this  cost  effective  and  proven  program  in  fiscal  year 
1994. 

Other  Health  Professions  Education  and  Training  Programs. — We  want  to  express 
our  support  for  the  various  programs  involving  recruitment  and  retention  oi  dis- 
advantaged students  and  recruitment  and  promotion  of  minority  faculty.  These  pro- 
grams are  vitally  important  to  the  creation  of  a  health  professions  workforce  that 
is  responsive  to  a  population  of  increasing  diversity. 

We  also  want  to  express  our  concern  about  several  proposed  cuts  in  the  Presi- 
dent's budget  for  other  important  health  professions  programs.  The  Rural  Health 
Training  and  the  Health  Education  and  Training  Centers  programs  would  be  termi- 
nated if  the  President's  proposal  were  agreed  to,  while  Geriatric  Initiatives,  Area 
Health  Education  Centers,  and  Allied  Health  Special  Projects  would  be  severely  cut. 
These  programs  promote  access  to  health  care,  which  is  critical  as  we  approach 
health  care  reform.  The  Rural  Health  Training  program  trains  practitioners  to  re- 
spond to  access  problems  of  rural  America.  It  is  complemented  by  the  AHEC  pro- 
gram which  provides  clinical  training  opportunities  to  health  professions  and  nurs- 
ing students  in  rural  settings  by  extending  the  resources  of  academic  health  centers 
to  communities  in  need  of  health  care.  HETC's  use  funds  to  improve  the  supply  and 
distribution  of  health  professionals  along  the  border  between  the  U.S.  and  Mexico 
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and  other  underserved  areas.  The  Geriatric  Training  and  GEC's  programs  provide 
opportunities  for  health  professionals  to  develop  skills  for  providing  better  and  more 
cost  effective  health  care  for  older  Americans.  The  Allied  Health  programs  provide 
advanced  training  of  allied  health  professionals  and  develop  programs  to  increase 
the  number  of  individuals  trained  in  allied  health.  We  urge  the  Subcommittee  to 
fund  these  programs  at  their  fiscal  year  1994  authorized  levels. 

Research. — AADS  endorses  the  testimony  of  the  American  Association  for  Dental 
Research  regarding  priorities  and  funding  of  $197  million  for  the  NIDR  in  fiscal 
year  1994.  Support  of  the  National  Institute  of  Dental  Research  (NIDR)  has  yielded 
results  applicable  not  only  to  oral  health  but  to  health  in  general.  More  individuals 
suffer  from  diseases  and  conditions  of  the  oral  cavity  than  from  any  other  disease 
or  condition.  Oral  diseases  affect  every  age  group,  from  children  to  the  elderly.  Peri- 
odontal disease  is  now  recognized  as  the  sixth  complication  of  diabetes;  genetic  dis- 
orders and  defects  of  the  face  and  mouth  are  among  the  most  common  genetic  and 
congenital  anomalies;  additionally,  as  noted  previously,  oral  manifestations  of  HIV 
infection  are  often  the  first  signs  or  symptoms  for  individuals  infected  with  the 
AIDS  virus.  This  increased  funding  level  would  support  the  enhancement  of  several 
important  programs,  including  providing  bridge  grants  for  new  investigators,  in- 
creased research  opportunities  for  minority  investigators,  and  creating  resources  for 
special  patient  populations. 

In  summary,  our  fiscal  year  1994  funding  recommendations  are:  an  appropriation 
of  $7  million  for  the  AIDS  Dental  School  Reimbursement  program  and  $6  million 
for  the  General  Dentistry  program.  We  join  other  health  professions  groups  in  re- 
questing funding  of  the  Scholarship  for  Disadvantaged  Students  program  at  $24 
million,  the  Loan  for  Disadvantaged  Students  program  at  $15  million,  the  Faculty 
Loan  Repayment  and  Faculty  Fellowship  programs  at  $4  million,  the  Exceptional 
Financial  Need  program  at  $11  million,  the  Centers  of  Excellence  program  at  $32 
million,  and  the  Disadvantaged  Assistance  program  at  $31.25  million.  We  request 
$17  million  for  the  Geriatric  Training  and  GEC  programs,  $25  million  for  AHEC's, 
$5  million  for  Allied  Health  Special  Projects,  $7  million  for  Rural  Health  Training, 
and  $5  million  for  HETC's.  We  urge  that  the  Subcommittee  provide  the  full  $375 
million  in  credit  authority  authorized  for  fiscal  year  1994  for  the  critically  important 
Health  Education  Assistance  Loan  (HEAL)  program.  Finally,  we  support  funding  of 
$197  million  for  the  NIDR  in  fiscal  year  1994. 

Senator  Inouye.  Dr.  Cameron,  I  thank  you  very  much.  Senator 
Gorton,  as  you  know,  was  here  and,  regretfully,  had  to  leave  be- 
cause of  other  pressures  on  his  time,  but  he  has  asked  me  to  ask 
you  a  few  questions,  if  I  may. 

Would  you  please  highlight  some  of  the  work  being  performed  at 
the  University  of  Washington  School  of  Dentistry  with  the  assist- 
ance of  the  dental  reimbursement  program? 

Dr.  Cameron.  Yes;  would  you  like  me  to  highlight  some  of  what 
is  going  on?  Certainly. 

We  at  the  University  of  Washington  treat  all  patients  that  enter 
the  dental  school  that  are  eligible  for  admission  based  on  our  edu- 
cation needs  in  providing  care  to  our  patients.  We  do  not  have  an 
identified  HIV  or  AIDS  patient  care  facility.  All  patients  are  treat- 
ed within  the  same  facility.  Therefore,  we  are  unable  to  identify 
specific  cases,  other  than  in  a  global  sense. 

We  know  that  we  are  treating  these  patients.  Our  faculty  our 
treating  these  patients,  our  students  are  treating  these  patients, 
our  residents  are  treating  these  patients  across  all  of  the  programs 
within  the  dental  school  and  the  hospital  clinics.  It  is  a  very 
large — as  I  said  this  year  it  is  9  percent  of  our  patient  population 
who  is  projected  to  have  HIV  infection. 

Senator  Inouye.  Are  the  schools  of  dentistry  being  consulted  on 
the  health  care  reform  program? 

Dr.  Cameron.  Yes,  sir;  they  are  participating  in  a  coalition  that 
is  looking  at  health  care  reform  and  the  American  Association  of 
Dental  Schools  is  very  active  in  that  area  and  very  supportive  of 
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the  health  care  reform  efforts  and  concerned  that  dentistry  be  in- 
cluded in  the  health  care  reform  efforts. 

Senator  Inouye.  Well,  I  hope  so,  because  my  mother  used  to  tell 
me  that  is  where  the  problems  begin — the  mouth. 

Dr.  Cameron.  That  is  right.  It  is  a  mirror  of  yourself. 

Senator  Inouye.  So  if  you  do  not  take  care  of  your  teeth,  every- 
thing else  will  go  haywire,  and  she  was  a  good,  smart  woman. 

I  thank  you. 

STATEMENT  OF  DEBORAH  BAILEY  McFALL,  AMERICAN  DENTAL  HY- 
GD3NISTS*  ASSOCIATION 

Senator  Inouye.  Now  may  I  call  on  Ms.  Deborah  Bailey  McFall. 

Ms.  McFALL.  Thank  you,  Mr.  Chairman.  On  behalf  of  the  Amer- 
ican Dental  Hygienists'  Association,  I  would  like  to  thank  you  for 
this  opportunity  to  testify  regarding  fiscal  year  1994  appropriations 
for  the  Department  of  Health  and  Human  Services,  and  in  particu- 
lar, the  National  Institute  of  Dental  Research. 

My  name  is  Deborah  Bailey  McFall,  and  I  am  president  of  the 
American  Dental  Hygienists'  Association.  I  will  summarize  the  rec- 
ommendations contained  in  our  longer  statement  which  we  have 
submitted  for  the  record. 

The  American  Dental  Hygienists'  Association  is  the  largest  na- 
tional organization  representing  the  professional  interests  of  ap- 
proximately 100,000  licensed  dental  hygienists  across  the  country 
dedicated  to  assuring  the  highest  level  of  preventive  oral  health 
care. 

Mr.  Chairman,  dental  hygienists  play  a  vital  and  cost-effective 
role  in  the  delivery  of  oral  health  services,  performing  numerous 
preventive  and  therapeutic  services.  Studies  show  that  preventive 
oral  health  care  has  improved  Americans'  health  and  at  the  same 
time  saved  billions  of  dollars. 

Funding  for  oral  health  care  research  such  as  that  conducted  by 
the  National  Institute  of  Dental  Research  and  on  preventive  oral 
health  care  ultimately  saves  money.  While  total  health  care  costs 
have  skyrocketed,  per  capita  spending  on  dental  services,  or  the  av- 
erage amount  spent  on  each  American  for  oral  health  care,  has 
been  at  a  virtual  standstill  since  1979.  In  fact,  approximately  $4 
billion  in  oral  health  care  costs  are  saved  annually  because  of  den- 
tal research  and  increased  emphasis  on  preventive  oral  health  care. 

Today,  Congress  is  poised  to  act  on  health  care  reform.  ADHA  is 
committed  to  the  inclusion  of  oral  health  care  in  the  health  care 
reform  debate.  Oral  health  is,  as  you  said,  a  part  of  total  health. 

Turning  now  to  our  funding  recommendations,  ADHA  firmly  be- 
lieves that  continued  research  at  the  National  Institute  of  Health 
is  critical  to  the  future  of  prevention.  Indeed,  in  identifying  the 
causes  of  preventable  diseases  and  the  appropriate  strategies  to 
combat  them  the  National  Institute  of  Dental  Research  has  helped 
to  revolutionize  our  knowledge  of  preventive  health  care. 

ADHA  joins  with  other  dental  groups  to  recommend  $197  million 
for  NIDR.  In  addition,  ADHA  supports  the  Division  of  Oral  Health 
within  the  Centers  for  Disease  Control.  The  Division  of  Oral  Health 
provides  a  national  focus  for  the  control  and  prevention  of  oral  dis- 
eases such  as  dental  caries,  oral  cancer,  and  periodontal  disease. 
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We  urge  that  the  CDC  appropriations  be  adequate  to  include  $3 
million  for  the  Division  of  Oral  Health.  ADHA  also  supports  full 
funding  for  the  Disadvantaged  Minority  Health  Improvement  Act 
of  1990,  and  in  particular  funding  for  grants  to  health  profession 
schools  for  assistance  in  providing  scholarships  to  individuals  from 
disadvantaged  backgrounds. 

ADHA  further  joins  the  Association  of  Schools  of  Allied  Health 
Professions  in  supporting  title  VII  of  the  Public  Health  Service  Act 
to  recommend  an  appropriations  of  $5  million  each  for  allied  health 
project  grants  and  allied  health  advanced  training.  These  funds  are 
critical  in  addressing  the  increasing  need  for  allied  health  services. 

ADHA  would  like  to  take  this  opportunity  to  thank  the  members 
of  the  subcommittee  for  supporting  implementation  of  the  Occupa- 
tional Safety  &  Health  Administration's  bloodborne  pathogens 
standard  in  last  year's  appropriations  bill. 

As  you  know,  the  bloodborne  pathogens  standard  governs  em- 
ployers' obligations  concerning  occupational  exposure  to  the  hepa- 
titis-B  virus,  the  AIDS  virus,  and  other  bloodborne  pathogens.  We 
in  dental  hygiene  and  others  in  the  health  care  arena  strongly  sup- 
port the  bloodborne  pathogen  standard  and  will  continue  to  oppose 
efforts  to  weaken  the  standard.  Our  appreciation  goes  to  this  sub- 
committee which  resisted  efforts  to  weaken  the  standard  through 
the  appropriations  process  last  year. 

In  connection  with  health  care  reform,  ADHA  anticipates  the  de- 
velopment of  a  recommended  health  benefit  package.  While  it 
would  be  preferable  for  all  oral  health  services,  including  restora- 
tive care,  to  be  included,  ADHA  urges  that  at  a  minimum  preven- 
tive services  be  covered. 

The  inclusion  of  preventive  oral  health  care  services  in  any  uni- 
form health  benefit  package  will  be  an  investment  in  the  reduction 
of  long-term  health  care  expenditures.  This  subcommittee  espe- 
cially appreciates  cost  effective  expenditures  of  scarce  Federal 
budget  dollars. 

PREPARED  STATEMENT 

In  closing,  the  members  of  the  American  Dental  Hygienists'  Asso- 
ciation appreciate  the  important  contributions  this  subcommittee 
has  made  to  improving  the  quality  and  availability  of  oral  health 
services  throughout  the  country.  We  sincerely  hope  that  this  sub- 
committee will  continue  to  support  preventive  health  programs  in 
biomedical  research  as  a  responsible  approach  to  long-term  reduc- 
tion in  national  health  care  expenditures. 

Thank  you. 

[The  statement  follows:] 

Statement  of  Deborah  Bailey  McFall 

The  American  Dental  Hygienists'  Association  ("ADHA")  is  pleased  to  submit  its 
recommendations  regarding  fiscal  year  1994  appropriations  for  the  Department  of 
Health  and  Human  Services  ("HHS")  and,  in  particular,  the  National  Institute  of 
Dental  Research  ("NIDR").  ADHA  is  the  largest  national  organization  representing 
the  professional  interests  of  the  approximately  100,000  registered  dental  hygienists 
("RDH's")  across  the  country. 

Dental  hygienists  are  preventive  oral  health  professionals,  licensed  in  dental  hy- 
giene, who  provide  educational,  clinical  and  therapeutic  services  supporting  total 
health  through  the  promotion  of  optimal  oral  health.  As  contributing  professionals 
in  the  delivery  of  oral  health  care  services,  dental  hygienists  are  involved  in  patient 
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care  including,  but  not  limited  to,  prophylaxis,  assessment  of  x-rays,  soft  tissue 
health,  periodontal  services,  soft  tissue  curettage,  root  planing  and  local  anesthesia. 
Dental  nygienists  also  plan  and  evaluate  dental  hygiene  treatment,  provide  patient 
education,  take  medical/dental  histories  and  formulate  health  promotion  activities. 
As  leading  prevention-oriented  health  care  professionals,  dental  nygienists  play  a 
vital  and  cost-effective  role  in  the  delivery  of  oral  health  services. 

ADHA  is  pleased  to  submit  the  following  recommendations  for  fiscal  year  1994 
program  funding. 

NATIONAL  INSTITUTE  OF  DENTAL  RESEARCH  (NIDR) 

Founded  in  1948,  NIDR  is  one  of  the  thirteen  major  biomedical  research  institu- 
tions within  the  National  Institutes  of  Health  ("NIH").  NIDR  has  helped  to  revolu- 
tionize our  knowledge  and  provision  of  oral  health  care.  In  identifying  the  causes 
of  preventable  dental  diseases  and  appropriate  strategies  to  combat  these  maladies, 
NIDR  has  led  the  way.  Through  NIDR  sponsored  research,  we  have:  identified  the 
major  cause  of  certain  forms  of  dental  caries;  validated  the  importance  of  fluoride 
in  oral  health  regimes;  made  progress  toward  a  vaccine  against  dental  caries  and 
other  oral  infections;  improved  adhesive  sealants  to  protect  teeth  from  the  ravages 
of  dental  caries;  identified  the  link  between  good  nutrition  and  good  oral  health; 
demonstrated  the  importance  of  education  and  promotion  activities  in  assuring  good 
oral  health;  and  begun  to  examine  the  possible  toxicity  of  dental  amalgams  because 
of  their  mercury  content. 

NIDR's  work  in  dental  research  has  resulted  in  better  oral  health  for  the  nation 
and  has  helped  curb  the  increase  in  oral  health  care  costs.  Despite  studies  illustrat- 
ing the  cost-effectiveness  of  dental  research  dollars,  however,  funding  for  NIDR  has 
not  been  commensurate  with  the  research  need.  A  budget  for  fiscal  year  1994  which 
will  allow  NIDR  to  continue  its  mission  is  $197  million.  This  increased  funding  level 
will  support  the  enhancement  of  NIDR's  many  important  projects  and  will  help  hold 
the  line  on  increases  in  oral  health  care. 

ADHA  urges  the  Subcommittee  to  support  certain  of  NIDR's  research  priorities 
including  work  relating  to  biomarkers  of  oral  disease  and  genetically  engineered 
vaccines.  Research  is  presently  being  conducted  at  NIDR  to  apply  molecular  tech- 
nology to  easily  obtainable  samples  of  saliva  or  gum  fluid.  This  biomarker  technique 
detects  disease  or  risk  factors  for  disease  and  could  lead  to  salivary  diagnosis  of  dis- 
eases such  as  viral  hepatitis  and  AIDS.  Genetically  engineered  vaccines  against  den- 
tal caries,  periodontal  disease  and  oral  herpes  are  also  being  explored  at  NIDR. 
ADHA  endorses  funding  of  this  important  work. 

TITLE  VII  OF  THE  PUBLIC  HEALTH  SERVICE  ACT 

ADHA  joins  the  Association  of  Schools  of  Allied  Health  Professions  in  calling  for 
appropriations  of  $5  million  for  allied  health  advanced-level  traineeships  and  $5 
million  for  allied  health.  These  programs,  which  were  reauthorized  last  year  in  the 
Health  Professions  Education  Extension  Act,  are  critical  in  addressing  the  increased 
need  for  allied  health  services,  in  part  because  of  the  rapid  growth  in  the  aging  pop- 
ulation which  relies  on  these  services. 

DISADVANTAGED  MINORITY  HEALTH  IMPROVEMENT  ACT 

ADHA  supports  full  funding  of  the  Disadvantaged  Minority  Health  Improvement 
Act  and,  in  particular,  funding  for  grants  to  health  professions  schools  to  assist  in 
providing  scholarships  to  individuals  from  disadvantaged  backgrounds.  This  pro- 
gram was  enacted  several  years  ago  to  address  serious  problems  in  the  delivery  of 
health  care  to  disadvantaged  minorities.  The  program  is  vital  to  efforts  to  recruit 
more  minorities  into  dental  hygiene  and  other  allied  health  professions. 

CENTERS  FOR  DISEASE  CONTROL 

The  Division  of  Oral  Health  within  the  National  Center  for  Prevention  Services, 
funded  through  the  Centers  for  Disease  Control  ("CDC"),  is  a  vital  support  mecha- 
nism for  state  dental  health  programs.  As  a  national  leader  in  dental  disease  control 
and  prevention,  the  Division  of  Oral  Health  provides  consultation,  training,  pro- 
motional and  educational  support,  disease  surveillance,  and  other  technical  services 
to  state  and  local  governments  and  other  professional,  educational  and  citizen  orga- 
nizations. The  newly-created  Division  of  Oral  Health  provides  a  national  focus  for 
the  control  and  prevention  of  oral  diseases  such  as  dental  caries,  oral  cancer  and 
periodontal  disease  and  builds  on  the  work  of  the  former  Dental  Disease  Prevention 
Activity.  ADHA  requests  that  the  CDC  appropriation  include  funds  adequate  to 
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allow  the  Director  of  CDC  to  allocate  $3  million  for  the  Division  of  Oral  Health.  This 
funding  level  would  allow  the  Division  of  Oral  Health  to  enhance  its  mission  of  edu- 
cation and  health  promotion. 

osha's  bloodborne  pathogens  standard 

The  Occupational  Safety  and  Health  Administration  (OSHA)  promulgated  its  final 
rule  governing  occupational  exposure  to  bloodborne  pathogens  including  the  Hepa- 
titis-B  Virus  (HBV)  and  the  Human  Immunodeficiency  Virus  (HIV)  in  December, 
1991.  ADHA  thanks  the  Subcommittee  for  resisting  efforts  made  last  year  to  thwart 
implementation  of  this  important  health  and  safety  standard  through  the  federal 
appropriations  process.  As  an  association  of  oral  health  care  providers,  ADHA  is 
strongly  supportive  of  the  bloodborne  pathogens  standard  and  urges  this  Sub- 
committee to  continue  to  resist  efforts  to  delay  or  prevent  implementation  of  the 
standard. 

HEALTH  CARE  REFORM 

Because  health  care  reform  is  one  of  our  nation's  highest  domestic  priorities  and 
Congress  and  the  Administration  are  devoting  so  much  time  and  energy  to  this  mas- 
sive effort,  ADHA  would  like  our  position  placed  on  the  record.  While  it  would  be 
preferable  for  all  oral  health  services,  including  restorative  care,  to  be  included  in 
any  recommended  health  benefits  package  that  is  ultimately  developed,  ADHA 
urges  that — at  a  minimum — preventive  services  be  covered.  The  inclusion  of  preven- 
tive oral  health  services  in  any  uniform  health  benefit  package  will  reduce  long  term 
health  care  expenditures.  This  Subcommittee  especially  appreciates  cost-effective  ex- 
penditures of  scarce  federal  budget  dollars.  We  look  forward  to  working  with  our 
nation's  policymakers  to  ensure  universal  access  to  quality,  cost  effective  health 
care. 

ADHA  wishes  to  thank  this  Subcommittee  for  the  opportunity  to  comment  on 
these  important  issues. 

Senator  Inouye.  Thank  you  very  much.  Was  your  association 
consulted  or  given  an  opportunity  to  make  an  input  in  the  process 
of  coming  forward  with  a  health  reform  package? 

Ms.  McFall.  Yes;  we  have  been  moving  forth  a  position  and  we 
have  been  meeting  with  staffers  in  regard  to  that,  yes.  We  have  not 
met  directly  or  been  called  upon  for  input  directly  into  the  task 
force. 

Senator  Inouye.  Thank  you  very  much. 

STATEMENT  OF  DONALD  DEIGNAN,  PRESDDENT,  UNITED  CEREBRAL 
PALSY  ASSOCIATION  OF  RHODE  ISLAND 

Senator  Inouye.  Now  may  I  call  on  Dr.  Donald  Deignan? 

Mr.  DEIGNAN.  Thank  you,  Mr.  Chairman,  members  of  the  com- 
mittee. My  name  is  Donald  D.  Deignan.  I  am  33  years  of  age,  and 
I  live  in  Providence,  RI.  Being  legally  blind  and  cerebral  palsied  as 
a  child  I  was  sent  to  and  spent  11  years  at  Perkins  School  for  the 
Blind,  from  which  institution  I  graduated  in  1968,  going  on  to  col- 
lege and  graduate  school.  I  earned  a  Ph.D.  in  history  from  Brown 
University  in  1982. 

After  leaving  school  I  taught  history  at  the  college  level  part-time 
for  several  years  but  was  denied  permanent  employment  in  teach- 
ing owing  to  discriminatory  circumstances  directly  related  to  my 
disabilities.  Eventually,  I  found  work  in  Rhode  Island  Department 
of  the  Attorney  General,  where  I  am  currently  deputy  director  in 
the  consumer  protection  unit. 

I  have  devoted  much  of  my  adult  life  to  advocacy  work  in  the  dis- 
ability rights  movement.  With  my  colleagues  around  the  country, 
I  rejoiced  when  Congress  enacted,  and  President  Bush  signed  the 
ADA.  We  have  come  a  great  distance  since  my  youth  in  our  na- 
tional effort  to  ensure  equality  of  opportunity  for  all  Americans 
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with  disabilities,  but  we  have  a  long  way  to  go  before  this  nec- 
essary objective  is  fully  and  finally  attained. 

My  personal  convictions  on  this  subject  are  shared  by  United 
Cerebral  Palsy  Associations,  UCPA  and  its  affiliates,  on  whose  be- 
half I  have  the  great  privilege  of  appearing  before  you  today. 

UCPA  has  asked  me  to  bring  to  your  attention  several  specific 
programs  which  are  essential  to  furthering  the  full  inclusion  of 
children  and  adults  with  disabilities,  programs  which  hold  the 
promise  of  removing  many  of  the  remaining  barriers  on  the  road 
to  full  participation  of  all  Americans  with  disabilities. 

The  promise  of  the  ADA — full  inclusion,  integration,  meaningful 
participation — this  is  the  American  dream.  Your  committee  holds 
the  key  which  can  unlock  the  door  to  that  dream  for  our  Nation's 
43  million  Americans  with  disabilities. 

UCPA  strongly  urges  Congress  to  make  no  budget  cuts  in  fiscal 
year  1994  in  any  domestic  discretionary  programs  which  impact 
the  lives  of  children  and  adults  with  disabilities  and  their  families. 
In  addition,  UCPA  urges  Members  of  Congress  to  enact  a  reconcili- 
ation bill  which  protects  vital  entitlements  utilized  by  persons  with 
cerebral  palsy  and  other  disabilities  until  something  of  equal  or 
greater  value  is  enacted  to  replace  the  entitlement,  such  as  na- 
tional health  care  reform  to  replace  Medicaid. 

UCPA  further  urges  members  of  this  committee  to  carefully  con- 
sider the  significance  of  the  following  programs.  In  fostering  full  in- 
clusion of  people  with  disabilities  as  you  complete  your  appropria- 
tion process,  part  H  of  IDEA.  The  part  H  program  provides  a  vehi- 
cle for  States  to  develop  statewide  comprehensive  coordinated  mul- 
tidisciplinary  interagency  programs  of  early  intervention  services. 

States  are  at  a  critical  point  in  going  forward  with  their  pro- 
grams in  order  to  ensure  that  all  States  are  able  to  move  forward 
with  implementing  such  a  system.  UCPA  recommends  that  Con- 
gress increase  funding  for  this  program  to  $270  million. 

Head  Start — UCPA  is  very  supportive  of  promised  increases  in 
Head  Start.  However,  we  are  concerned  that  children  with  the 
most  significant,  challenging  disabilities  continue  to  have  difficulty 
accessing  these  programs. 

In  order  to  address  this  problem  and  to  ensure  that  the  recently 
promulgated  regulations  governing  inclusion  of  children  with  dis- 
abilities in  Head  Start  programs  are  implemented,  UCPA  rec- 
ommends reserving  funds  from  the  Head  Start  account  to  provide 
technical  assistance  and  training  to  Head  Start  programs  and  in- 
clusion of  children  with  very  challenging  disabilities. 

IDEA  secondary  education  and  transition  services.  Presently  too 
many  students  with  disabilities  leave  the  school  system  at  the  age 
of  21  without  clear  future  plans  or  the  development  of  support 
services  to  replace  those  previously  provided  by  the  school  system. 
To  rectify  this  problem,  funding  for  secondary  education  and  transi- 
tion services  under  IDEA  must  be  increased.  UCPA  recommends 
an  increase  to  $49.7  million. 

The  Rehabilitation  Act — individuals  with  disabilities  typically 
face  widespread  unemployment  and  underemployment.  However, 
this  need  not  be  the  case.  UCPA  believes  that  with  advances  in 
technology  and  in  supported  employment,  and  with  our  increased 
knowledge  about  the  importance  of  personal  assistant  services  and 
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providing  reasonable  accommodations,  all  people  with  disabilities 
can  work. 

Congress  recognized  the  importance  of  employment  with  its  reau- 
thorization of  the  Rehabilitation  Act  last  session.  UCPA  asks  you 
now  to  followup  that  commitment  with  the  funds  necessary  to  fully 
fund  programs  under  the  reauthorized  Rehabilitation  Act. 

Supported  employment  State  grant.  In  particular,  the  supported 
employment  State  grant  program  under  the  Rehabilitation  Act 
must  increase  dramatically  if  the  intent  of  the  reauthorized  act, 
which  includes  a  presumption  of  ability  to  work,  is  to  be  met. 
UCPA  recommends  $60  million  for  this  program. 

Having  expressed  particular  concerns  above,  permit  me  to  close 
on  a  more  general  note.  I  believe  President  Clinton  is  right  when 
he  says  we  cannot  afford  to  waste  a  single  person  in  an  era  of  in- 
creasingly ferocious  international  economic  competition.  Americans 
with  disabilities  must  henceforth  be  regarded  as  one  of  the  last  un- 
tapped intellectual  and  physical  resources  at  our  Nation's  disposal. 

PREPARED  STATEMENT 

As  a  group,  we  are  highly  motivated,  idealistic,  patriotic  and,  far 
too  often,  unemployed.  We  ask  only  to  be  taken  seriously  and,  in 
accordance  with  our  varying  abilities,  to  serve  our  country  as 
equals. 

Thank  you,  Mr.  Chairman. 

[The  statement  follows:] 

Statement  of  Donald  Deignan 

Mr.  Chairman  and  members  of  the  committee,  my  name  is  Donald  D.  Deignan. 
I  am  forty  three  years  of  age  and  I  live  in  Providence,  Rhode  Island.  Being  legally 
blind  and  cerebral  palsied,  as  a  child  I  was  sent  to  and  spent  eleven  years  at  Per- 
kins School  for  the  Blind,  from  which  institution  graduated  in  1968.  Going  on  to  col- 
lege and  graduate  school,  I  earned  a  Ph.D.  in  History  from  Brown  University  in 
1982.  After  leaving  school,  I  taught  history  on  the  college  level,  part-time,  for  sev- 
eral years  but  was  denied  permanent  employment  in  teaching  owing  to  discrimina- 
tory circumstances  directly  related  to  my  disabilities.  Eventually,  I  found  work  in 
the  Rhode  Island  Department  of  the  Attorney  General  where  I  am  currently  Deputy 
Director  of  the  Consumer  Protection  Unit. 

I  have  devoted  much  of  my  adult  life  to  advocacy  work  in  the  Disability  Rights 
Movement.  With  my  colleagues  around  the  country,  I  rejoiced  when  Congress  en- 
acted and  President  Bush  signed  the  A.D.A.  We  have  come  a  great  distance,  since 
my  youth,  in  our  national  effort  to  insure  equality  of  opportunity  for  all  Americans 
with  disabilities  but  we  have  a  long  way  to  go  before  this  necessary  objective  is  fully 
and  finally  attained.  My  personal  convictions  on  this  subject  are  shared  by  United 
Cerebral  Palsy  Associations  (UCPA),  and  its  member  affiliates,  on  whose  behalf  I 
have  the  great  privilege  of  appearing  before  you  today.  UCPA  has  asked  me  to  bring 
to  your  attention  several  specific  programs  which  are  essential  to  furthering  the  full 
inclusion  of  children  and  adults  with  disabilities — programs  which  hold  the  promise 
of  removing  many  of  the  remaining  barriers  on  the  road  to  full  participation  of  all 
Americans  with  disabilities. 

The  promise  of  the  ADA — full  inclusion,  integration,  meaningful  participation — 
this  is  the  American  dream.  Your  Committee  holds  the  key  which  can  unlock  the 
door  to  that  dream  for  our  nations  43  million  Americans  with  disabilities. 

UCPA  RECOMMENDATIONS 

One,  UCPA  strongly  urges  Congress  to  make  no  budget  cuts  in  fiscal  year  1994 
in  any  domestic  discretionary  programs  which  impact  the  lives  of  children  and 
adults  with  disabilities  and  their  families.  In  addition,  UCPA  urges  Members  of 
Congress  to  enact  a  reconciliation  bill  which  protects  vital  entitlements  utilized  by 
persons  with  cerebral  palsy  and  other  disabilities  until  something  of  equal  or  great- 
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er  value  is  enacted  to  replace  the  entitlement  (such  as  national  health  care  reform 
to  replace  Medicaid). 

Two,  UCPA  further  urges  members  of  this  Committee  to  carefully  consider  the 
significance  of  the  following  programs  in  fostering  full  inclusion  of  people  with  dis- 
abilities as  you  complete  your  appropriations  process: 

Part  H  of  IDEA. — The  Part  H  program  provides  a  vehicle  for  states  to  develop 
statewide,  comprehensive,  coordinated,  multidisciplinary,  interagency  programs  of 
early  intervention  services.  States  are  at  a  critical  point  in  going  forward  with  their 
programs.  In  order  to  insure  that  all  states  are  able  to  move  forward  with  imple- 
menting such  a  system,  UCPA  recommends  that  Congress  increase  funding  for  this 
program  to  $270  million. 

Head  Start. — UCPA  is  very  supportive  of  proposed  increases  in  Head  Start.  How- 
ever, we  are  concerned  that  children  with  the  most  significant,  challenging  disabil- 
ities continue  to  have  difficulty  accessing  these  programs.  In  order  to  address  this 
problem,  and  to  ensure  that  the  recently  promulgated  regulations  governing  inclu- 
sion of  children  with  disabilities  in  Head  Start  programs  are  implemented,  UCPA 
recommends  reserving  funds  from  the  Head  Start  account  to  provide  technical  as- 
sistance and  training  to  Head  Start  programs  on  inclusion  of  children  with  very 
challenging  disabilities. 

IDEA  Secondary  Education  and  Transition. — Presently,  too  many  students  with 
disabilities  leave  the  school  system  at  the  age  of  21  without  clear  future  plans  or 
the  development  of  support  services  to  replace  those  previously  provided  by  the 
school  system.  To  rectify  this  problem,  funding  for  Secondary  Education  and  Transi- 
tion Services  under  IDEA  must  be  increased.  UCPA  recommends  an  increase  to 
$49.7  million. 

Rehabilitation  Act. — Individuals  with  disabilities  typically  face  widespread  unem- 
ployment and  underemployment.  However,  this  need  not  be  the  case.  UCPA  believes 
that,  with  advances  in  technology  and  in  supported  employment,  and  with  our  in- 
creased knowledge  about  the  importance  of  personal  assistance  services  and  provid- 
ing reasonable  accommodations,  all  people  with  disabilities  can  work.  Congress  rec- 
ognized the  importance  of  employment  with  its  reauthorization  of  the  Rehabilitation 
Act  last  session.  UCPA  asks  you  now  to  follow  up  that  commitment  with  the  funds 
necessary  to  fully  fund  programs  under  the  reauthorized  Rehabilitation  Act. 

Supported  Employment  State  Grant. — In  particular,  the  supported  employment 
state  grant  program  under  the  Rehabilitation  Act  must  increase  dramatically  if  the 
intent  of  the  reauthorized  Act,  which  includes  a  presumption  of  ability  to  work,  is 
to  be  met.  UCPA  recommends  $60  million  for  this  program. 

Having  expressed  particular  concerns  above,  permit  me  to  close  on  a  more  general 
note.  I  believe  President  Clinton  is  right  when  he  says  that  we  cannot  afford  to 
waste  a  single  person.  In  an  era  of  increasingly  ferocious  international  economic 
competition,  Americans  with  disabilities  must  henceforth  be  regarded  as  one  of  the 
last  untapped  intellectual  and  physical  resources  at  our  nation's  disposal.  As  a 
group  we  are  highly  motivated,  idealistic,  patriotic  and — far  to  often  and  in  spite 
of  what  is  frequently  high  levels  of  education — unemployed.  We  ask  only  to  be  taken 
seriously  and,  in  accordance  with  our  varying  abilities,  to  serve  our  country  as 
equals!  Thank  you. 

Senator  INOUYE.  Thank  you  very  much,  doctor.  I  can  assure  you 
we  take  you  very  seriously,  sir. 

Senator  Harkin,  who  is  chairman  of  this  committee  and  the  au- 
thor of  the  Americans  With  Disabilities  Act,  wanted  to  be  here  to 
personally  receive  your  testimony,  but  as  you  know  he  has  been 
called  out  of  the  city. 

He  wanted  me  to  ask  you  if  the  $270  million  that  you  are  rec- 
ommending for  part  H  would  be  sufficient  to  implement  the  State 
plans.  Would  that  be  enough? 

Dr.  Deignan.  Senator,  that  is  a  very  highly  specialized  question 
which  I  as  a  UCPA  volunteer  do  not  feel  competent  to  answer.  I 
would  refer  you  for  a  substantive  answer  to  tnat  question  to  our 
governmental  activities  staff,  many  of  whose  members — Chris- 
topher Button,  Alan  Bergman  I  am  sure  the  committee  knows  well, 
and  I  am  sure  they  can  address  your  concern  authoritatively. 

Senator  Inouye.  We  will  do  that,  sir. 

One  more. 
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Thank  you  very  much,  doctor. 

STATEMENT  OF  DR.  JULES  HTRSCH,  AMERICAN  SOCIETY  FOR  CLINI- 
CAL NUTRITION  AND  THE  AMERICAN  SOCffiTY  FOR  PAREN- 
TERAL AND  ENTERAL  NUTRITION 

Senator  Inouye.  Now,  may  I  call  on  the  final  witness  of  this  day, 
Dr.  Jules  Hirsch  of  the  American  Society  of  Clinical  Nutrition. 

Dr.  HlRSCH.  Thank  you,  Senator,  especially  for  not  forgetting  me 
late  in  the  day. 

My  name  is  Jules  Hirsch,  as  you  mentioned.  I  am  a  professor  at 
the  Rockefeller  University  in  New  York  City  and  serve  as  physi- 
cian-in-chief of  the  hospital  of  the  Rockefeller  University. 

I  am  also  currently  on  the  advisory  council  to  the  NIH  NIDDK, 
and  have  served  in  many  advisory  capacities  over  the  years,  but 
this  afternoon  I  am  before  you  in  a  special  capacity,  representing 
the  American  Society  of  Clinical  Nutrition  and  another  organiza- 
tion called  the  American  Society  of  Parenteral  and  Enteral  Nutri- 
tion. 

These  two  societies  represent  about  10,000  physicians  and  health 
workers,  and  all  are  devoted  to  the  cause  of  clinical  nutrition  as 
being  extraordinarily  important  as  a  preventive  of  disease  in  this 
country. 

We  feel  that  the  issues  of  health  care  costs  are  almost  beyond  be- 
lief, and  that  there  is  no  real  culprit  that  has  driven  this  up.  The 
real  culprit,  if  there  is  one,  is  disease,  and  therefore  one  must  ulti- 
mately turn  to  prevention,  and  nutrition  is  a  remarkable  example 
of  how  prevention  can  act  to  save  disease. 

One  of  the  really  astonishing  things  that  has  happened  in  the 
last  few  decades  in  biologic  sciences  generally  is  the  remarkable 
growth  of  new  information  on  the  nature  of  the  chemistry  of  life, 
if  you  will.  The  human  genome,  or  blueprint  that  governs  how  cells 
are  built  and  how  they  function  in  the  body,  is  now  being  under- 
stood in  very  precise  chemical  terms,  but  this  blueprint  is  bathed 
by  all  of  the  foodstuffs  that  we  eat  over  a  lifetime. 

Through  our  lives,  you  and  I  may  eat  as  much  as  20  or  more  tons 
of  food  and  all  of  these  foods  are  broken  down  in  the  body  and 
interact  with  the  human  genome,  and  it  is  this  interaction  that 
really  modifies  whether  we  do  or  do  not  become  overweight,  wheth- 
er we  develop  diabetes,  whether  we  have  osteoporosis,  whether  we 
have  some  cancers,  coronary  artery  disease,  and  therefore,  modi- 
fication in  what  we  eat  can  be  an  essential  feature  in  whether  we 
do  or  do  not  develop  disease. 

But  one  of  the  problems  is  that  the  nature  of  this  kind  of  re- 
search is  very  difficult.  The  National  Institutes  of  Health  have  been 
involved  in  a  major  way  over  the  years  in  supplying  the  funds  both 
intramurally  and  outside  of  the  NIH  campus  to  understand  the 
human  genome  and  to  begin  to  do  some  research  on  nutrition,  but 
now  this  great  new  opportunity  is  before  us  of  applying  the  new  in- 
formation to  get  the  findings  that  we  need  to  modify  our  diets. 

In  order  to  make  this  a  reality,  some  years  ago  the  NIH  set  up 
a  new  modality  called  clinical  nutrition  research  centers.  These 
centers  are  now  functioning  in  12  different  medical  schools  across 
the  country.  They  are  very  important,  because  they  stimulate  not 
only  the  molecular  sciences  to  come  in  and  do  research  on  nutri- 
tion, but  right  within  the  center  are  also  the  physicians  who  are 
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on  the  firing  line  giving  the  advice  about  nutrition  as  well  as  the 
nutritionists,  the  dieticians,  the  nurses,  all  who  make  up  the  health 
care  forces. 

What  we  are  asking  is  that  the  authorization  which  has  ap- 
peared in  the  bill  before  you  be  given  teeth  in  appropriation.  We 
are  asking  that  these  centers  be  given  an  additional  $3  million  so 
that  they  can  function  in  a  proper  way.  These  are  funds  that  have 
been  cut  from  them  in  recent  years  by  the  fiscal  strictures  placed 
upon  all  of  us,  and  we  are  also  asking  for  an  additional  $12  million 
so  that  new  centers  of  this  type  can  be  founded  around  the  country. 

I  am  sure  you  are  hearing  from  everybody  today,  and  in  all  of 
these  hearings  the  issue  of  the  support  of  NIH.  NIH  is  incredibly 
important  at  this  time,  because  the  scientific  wherewithal  that  can 
be  preventive  in  disease  is  what  NIH  stands  for,  and  nutrition  or 
bionutrition  is  really  just  the  best  of  many  examples  of  this. 

The  scientific  endeavors  of  the  NIH  are  certainly  one  of  the  most 
remarkable  achievements  we  have  ever  had  in  this  Government.  I 
think  it  has  given  scientists  and  physicians  an  opportunity  to  exer- 
cise their  creativity  and  fulfill  their  visions  for  developing  new  sci- 
entific information  for  the  prevention  of  disease. 

The  NIH  is  truly  an  invention  of  the  American  people,  and  with 
the  aid  of  you,  their  elected  representatives,  we  have  created  an  in- 
strument for  scientific  inquiry  that  is  the  envy  of  the  world.  It  is 
reminiscent  in  some  ways  of  the  assembly  line  of  days  gone  by. 
This  is  a  great  American  invention,  the  NIH,  and  the  manner  in 
which  physicians  and  scientists  have  come  together  to  do  research. 

This  is  not  the  time  to  curtail  or  to  level  NIH.  This  is  the  time 
to  strengthen  this  effort,  which  really  is  a  taproot  that  links  the 
hopes  and  dreams  of  the  American  public  for  the  opportunity  to 
have  a  disease  free  and  healthy  life,  with  the  scientific  potential  of 
our  Nation. 

PREPARED  STATEMENT 

So  I  ask  you,  Senator  Inouye,  to  do  all  you  can  in  your  power  to 
restore  the  $3  million  to  these  clinical  nutrition  research  units  and 
to  help  us  with  this  endeavor  by  an  additional  $12  million  to  sup- 
port what  is  a  remarkable  example  of  disease  prevention  at  work. 

Thank  you,  sir.  I  appreciate  the  opportunity  to  speak  before  you. 

[The  statement  follows:] 

Statement  of  Jules  Hirsch,  M.D. 

Mr.  Chairman  and  members  of  the  committee,  my  name  is  Jules  Kirsch.  I  am  a 
Professor  at  The  Rockefeller  University  in  New  York  City  and  serve  as  Physician- 
in-Chief  of  the  Hospital  of  The  Rockefeller  University.  I  also  am  a  member  of  the 
Advisory  Council  to  the  National  Institutes  of  Diabetes,  Digestive  and  Kidney  Dis- 
eases and  over  the  years  have  served  NIH  in  a  variety  of  capacities.  My  research 
in  on  laboratory  and  clinical  aspects  of  obesity.  Details  of  my  work  are  appended 
in  the  curriculum  vitae  which  I  have  attached  to  this  testimony.  I  appear  before  you 
today  on  behalf  of  the  American  Society  for  Clinical  Nutrition  and  tne  American  So- 
ciety for  Parenteral  and  Enteral  Nutrition.  These  Societies  count  2,000  physicians 
and  8,000  other  health  professionals  among  their  members.  They  have  representa- 
tives in  nearly  every  medical  school  and  academic  health  care  center  in  the  United 
States.  All  are  devoted  to  the  science  of  nutrition  and  to  bringing  the  fruits  of  that 
science  to  the  American  public  in  the  form  of  improved  nutritional  practices  for  dis- 
ease prevention,  correct  dietary  management  of  disease,  and  special  systems  of  nu- 
tritional support  as  required  during  severe  illness  and  trauma.  These  nutritional 
practices  have  been  proven  to  be  extremely  important  in  reducing  health  care  costs. 
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Mr.  Chairman,  an  amazing  thing  has  happened  during  the  past  few  decades.  Bio- 
medical scientists  working  at  NIH  and  with  NIH  sponsorship  across  the  country 
have  uncovered  the  central  blueprint,  which  is  the  master  plan  for  the  structure  of 
cells  in  all  living  systems.  This  blueprint,  called  the  human  genome,  gives  us  a  copy 
of  the  plan  for  all  of  the  machinery  that  goes  into  the  making  of  our  tissues  and 
organs.  Thus,  we  can  now  consider  the  fundamental  structure  of  our  bodies  and 
many  aspects  of  how  things  work  in  chemical  terms.  But  our  cells  and  tissues  are 
surrounded  by  and  interact  with  tissue  fluids  and  these  fluids  are  altered  by  what 
we  eat.  Over  a  lifetime  we  will  eat  about  20  tons  of  food  and  approximately  10,000 
gallons  of  liquid.  The  interaction  of  what  we  eat  with  the  newly  discovered  fun- 
damental structure  of  cells  is  the  new  science  of  nutrition.  Recently,  the  term 
bionutrition  has  been  applied  to  this  new  scientific  interaction.  Bionutrition  is  cen- 
trally involved  in  whether  we  will  be  fat  or  thin,  whether  we  will  be  sick  or  well 
and  whether  each  individual  will  be  able  to  attain  the  full  capacity  for  a  healthy, 
creative  life  or  be  stunted  and  prevented  from  exercising  the  right  to  grow  and  flour- 
ish. Many  diseases  can  either  be  improved  or  completely  prevented  by  proper  atten- 
tion to  nutrition.  Good  examples  are:  diabetes,  coronary  artery  disease,  hyper- 
tension, some  cancers,  osteoporosis  and  obesity.  Please  remember  that  one-fourth  of 
all  American  store  an  excess  amount  of  fat  and  are  therefore  termed  obese,  a  condi- 
tion which  renders  them  highly  susceptible  to  diabetes,  stroke,  and  a  variety  of 
other  disasters  to  well-being. 

The  National  Institutes  of  Health  have  made  major  contributions  to  developing 
the  scientific  base  of  modern  nutritional  science  and  in  translating  relevant  findings 
to  the  public.  The  NIDDK,  for  example,  has  had  a  leadership  role  in  the  support 
of  many  fundamental  areas  of  nutritional  research,  in  diabetes,  gastrointestinal  dis- 
ease and  obesity.  But,  all  Institutes  have  made  significant  contributions.  The 
NHLBI  has  been  the  leader  in  efforts  to  alter  dietary  practices  for  the  treatment 
and  prevention  of  atherosclerosis,  coronary  disease  ana  hypertension.  The  NICHHD 
has  been  an  active  role  in  developing  a  new  understanding  of  the  role  of  diet  early 
in  fife.  Likewise,  the  Institutes  oi  Cancer  and  Aging  have  recognized  and  supported 
nutritional  research  within  the  framework  of  their  other  endeavors. 

Nutritional  research  is  difficult  to  perform.  Telling  people  what  to  eat,  given  our 
present  understanding,  is  insufficient.  First,  we  need  better  understanding.  With 
new  knowledge,  we  need  ways  to  translate  the  new  knowledge  to  the  public  rapidly 
and  effectively.  This  requires  a  multi-disciplinary  effort  of  physicians,  dietitians, 
nurses  and  research  scientists.  The  effects  of  nutritional  alteration  may  require 
years  of  patient  observation  in  human  and  animal  experimental  systems.  This  ex- 
plains, to  some  degree,  the  paradox  of  an  area  of  scientific  inquiry  and  of  clinical 
effort  that  is  central  to  the  prevention  of  human  disease,  yet  remains  under-staffed 
and  under-supported.  The  funds  available  at  NIH  for  nutritional  research  have 
never  exceeded  4  percent  of  the  total  NIH  budget  and  this  must  be  compared  with 
at  least  a  twentyfold  greater  amount  spent  by  the  public  on  dietary  nostrums,  spe- 
cial foods  and  health  food  store  mixtures  of  questionable  value. 

The  recognition  of  this  problem  has  led  to  the  development  of  a  new  entity:  the 
Clinical  Nutrition  Research  Unit,  or  CNRU.  CNRUs  were  established  by  NIH  to  en- 
courage new  investigators  to  enter  nutrition  science  and  to  ensure  that  cooperative 
multi-disciplinary  work  can  succeed  and  bear  fruit  in  the  prevention  of  disease.  The 
NIDDK  has  established  CNRUs  at  the  University  of  Washington,  the  University  of 
Oregon,  Vanderbilt  University,  the  University  of  Chicago  and  the  University  of  Cali- 
fornia, Davis.  Special  CNRUs  studying  the  nutritional  aspects  of  cancer  at  the  Uni- 
versity of  California,  Los  Angeles,  The  University  of  Alabama  and  the  Memorial 
Hospital  Sloan-Kettering  Cancer  Institute,  Cornell  University  in  New  York  are  sup- 
ported by  the  Cancer  Institute.  Recently,  the  NIDDK  established  three  new  CNRUs 
emphasizing  the  study  of  human  obesity.  They  are  at  the  University  of  Vermont, 
the  New  England  Medical  Center  in  Boston,  and  the  University  of  Pittsburgh.  They 
complement  the  already  existing  New  York  Obesity  Research  Center  in  New  York 
City. 

It  is  abundantly  clear  that  a  large  portion  of  our  current  health  care  bill  is  de- 
voted to  diseases  that  can  be  prevented.  Nutritional  science  is  a  central  element  in 
disease  prevention.  Please  remember  that  the  fraction  of  our  population  that  are 
least  well  served  by  current  health  care  practices,  are  most  vulnerable  to  diseases 
that  can  be  modified  by  nutritional  means.  Obesity,  diabetes,  and  osteoporosis  dis- 
proportionately afflict  women  and  minorities  and  therefore  are  special  targets  for  re- 
search and  intervention.  The  nutrition  of  the  elderly  and  the  need  for  special  nutri- 
tional practices  during  childhood,  adolescence  and  pregnancy  require  our  attention. 
Carcinoma  of  the  breast,  of  the  prostate,  and  of  the  colon,  now  occurring  in  epidemic 
proportions  in  this  country,  have  been  shown  to  be  effected  by  nutritional  practices. 
The  poorly  understood  wasting  or  cachexia  that  accompanies  AIDS  as  well  as  many 
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cancers,  is  yet  to  be  understood.  But  the  tools  are  now  at  hand  for  understanding 
and  combating  these  adverse  nutritional  states. 

With  the  new  molecular  sciences  giving  understanding  of  the  blueprint  of  life,  an 
enhancement  of  fundamental  work  in  the  CNRlTs  or  in  other  specialized  centers  of 
research  for  nutrition  across  the  nation,  can  yield  new  information  and  lead  to  new 
practices  that  will  fully  justify  the  expenditures  made  in  behalf  of  nutritional 
science.  Dr.  Healy's  strategic  plan  identified  bionutrition  as  one  of  the  major  initia- 
tives for  biomedicine.  This  plan  was  devised  and  approved  by  over  2,000  outstanding 
scientists  and  physicians.  We  urge  you  therefore,  to  add  significant  funds  to  NIH- 
sponsored  research  in  bionutrition.  Specifically,  we  urge  you  to  consider  an  addi- 
tional and  special  appropriation  for  CNRLTs.  The  authorization  for  such  an  action 
is  in  legislation,  adopted  in  1992.  The  authorization  bill  directs  NIDDK  to  establish 
a  broad  initiative  in  research  related  to  nutrition  including  training,  grants  and 
education.  It  mandates  the  establishment  of  research  and  training  centers  in  nutri- 
tional disorders  and  obesity,  as  well  as  research  regarding  malnutrition  in  the  elder- 
ly and  in  those  suffering  trauma.  To  fulfill  these  needs,  we  ask  that  $3  million  be 
added  to  the  current  budget  to  restore  funds  cut  from  CNRlTs  and  that  $12  million 
be  added  for  the  development  of  new  CNRU's  and  specialized  centers  of  research 
to  be  developed  by  the  various  institutes  with  investments  in  nutrition  including: 
NIDDK,  NHLBI,  NCI,  NICCHD,  NIGMS  and  NIA  proportionate  to  their  current  in- 
vestment in  clinical  nutrition  research.  These  actions  will  have  a  direct  impact  on 
patient  care  and  the  reduction  of  health  care  costs. 

I  also  respectfully  bring  to  your  attention  recent  reductions  in  the  budget  of  the 
General  Clinical  Research  Centers  so  important  for  research  in  nutrition  and  in 
clinical  science  across  the  country.  For  the  vitality  of  nutritional  research,  the  budg- 
et of  the  General  Clinical  Research  Centers  should  be  sufficiently  elevated  so  that 
three  of  these  Centers  which  could  not  be  funded  can  receive  an  appropriate  level 
of  funds  to  continue  their  important  work. 

Finally,  I  wish  in  the  strongest  terms,  to  persuade  you  that  bionutrition  is  only 
one  clear  and  vivid  example  of  science  at  work  in  behalf  of  the  prevention  and  treat- 
ment of  human  disease.  The  scientific  endeavors  of  the  National  Institutes  of  Health 
is  one  of  the  remarkable  achievements  of  the  United  States  Government.  It  has 
given  scientists  and  physicians  an  opportunity  to  exercise  their  creativity  and  fulfill 
their  visions  for  developing  new  scientific  information  for  the  prevention  of  disease. 
The  NIH  is  an  invention  of  the  American  people.  With  the  aid  of  their  elected  rep- 
resentatives, the  people  have  created  an  instrument  for  scientific  inquiry  that  is  the 
envy  of  the  world.  Like  the  "assembly"  line  in  days  gone  by,  it  is  a  unique  expres- 
sion of  the  imagination  and  creativity  of  our  most  talented  citizens.  This  is  not  the 
time  to  curtail  or  level  NIH.  This  is  the  time  to  strengthen  this  strong  tap  root  that 
links  the  hopes  and  dreams  of  the  American  public  for  the  opportunity  to  have  a 
disease-free,  healthy  life  with  the  scientific  potential  of  our  nation.  Only  you,  our 
Congress,  can  make  that  vision  a  reality. 

I  thank  you  Mr.  Chairman,  for  the  opportunity  to  present  these  views  and  know 
that  you  will  do  all  in  your  power  to  fulfill  these  hopes  for  our  nation. 

Senator  Inouye.  Thank  you,  Dr.  Hirsch. 

Like  most  of  the  members  of  this  committee,  and  I  believe  all, 
we  would  agree  that  there  is  a  direct  relationship  between  nutri- 
tion and  disease.  We  are  constantly  barraged,  as  you  know,  by  re- 
ports— fat  free,  cholesterol  free,  et  cetera,  et  cetera. 

My  wife,  for  example,  one  day  decided  to  stop  drinking  coffee  be- 
cause they  said  you  will  get  cancer  from  that,  and  1  week  later  an- 
other report  came  out  that  said,  you  may  drink  coffee  because  it 
is  not  a  carcinogen,  so  she  is  drinking  coffee  now. 

Are  we  also  involved  in  education  for  the  younger  generation? 

Dr.  HlRSCH.  Very  insufficiently.  I  think  we  are  just  beginning  to 
do  this. 

Senator  Inouye.  Is  this  not  where  we  should  start? 

Dr.  HlRSCH.  Absolutely,  particularly  with  the  issue  of  obesity. 
You  know,  about  one-third  of  us  probably  carry  the  genetic  makeup 
for  becoming  obese.  About  two-tnirds  of  us  will  not  become  obese 
no  matter  what  you  do,  but  the  one-third  are  very  susceptible  to 
this,  and  it  is  probably — and  myself,  probably  very  early  in  life. 
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But  interestingly,  we  who  carry  the  genes  are  often  the  children 
of  those  who  have  lived  through  difficult  times.  We  may  be,  with 
this  genetic  apparatus,  carrying  thrifty  genes  that  were  very  good 
for  our  distant  forbears  in  the  acquisition  and  utilization  of  food 
particularly  in  needy  days  of  hunger  and  malnutrition,  but  now  we 
have  a  genetic  apparatus  that  is  unsuited  to  the  situation  of  having 
all  of  this  food  before  us  and  a  relatively  indolent  life,  and  obesity 
comes  forth. 

But  early  childhood,  adolescence,  these  are  the  times  when  there 
must  be  better  education  and  intervention,  although  fundamentally 
we  still  need  a  better  scientific  underpinning  to  make  sure  that  we 
give  the  right  recommendation. 

Too  often  these  ideas  of  do  not  eat  this,  and  do  not  eat  that,  come 
from  ignorance,  ignorance  which  spawns  incorrect  advice  and  also 
a  $30-or-more  billion  industry  of  health  food  stores,  obesity  treat- 
ment that  does  not  work,  et  cetera,  in  people's  desperation  to  find 
answers  for  this. 

Scientific  information  can  give  us  the  clarity  so  that  we  can  give 
once-and-for-all  the  correct  advice,  as  we  have  in  some  areas. 
Phenylketonuria,  neural  tube  defects,  some  of  these  areas  we  have 
given  the  right  information  and  with  the  good  effects. 

Senator  Inouye.  Are  you  saying  we  do  not  have  the  scientific 
data  and  information  necessary  to  carry  out  an  effective  edu- 
cational program? 

Dr.  HlRSCH.  To  some  degree  we  do  have  this.  We  surely  have  this 
in  terms  of  fat  in  the  diet,  in  terms  of  cholesterol — the  national 
cholesterol  education  program  of  the  National  Heart  and  Lung  In- 
stitute has  been  a  clear  example  of  carrying  out  a  program  that  is 
important  and  is  effective,  but  in  other  areas  we  do  not  have  the 
information.  We  do  not  know  with  whom  to  intervene. 

The  other  problem,  Senator,  is  that  we  are  all  very  different  from 
each  other  genetically,  and  we  probably  need  tailor-made  prescrip- 
tions for  our  nutrition.  It  may  well  be  that  there  should  not  be  one 
nutrition  policy  or  advice  for  all  Americans,  but  advice  that  is  dif- 
ferent for  different  people  on  the  basis  of  better  scientific  informa- 
tion of  our  genetic,  our  physical  makeup. 

Senator  Inouye.  Well,  I  would  have  asked  you  a  few  questions 
about  fast  foods  and  McDonald's  and  Burger  King  and  such,  but  we 
could  get  into  political  trouble  here,  so  I  will  resist  that  temptation. 

I  want  to  thank  all  of  you.  You  have  been  most  helpful  and  most 
patient  to  be  with  us  this  afternoon. 

SUBCOMMITTEE  RECESS 

The  subcommittee  will  stand  in  recess  to  reconvene  at  9:30  a.m., 
Wednesday,  May  5,  when  we  will  meet  in  SD-124  to  continue  our 
public  witness  hearings  on  the  administration's  fiscal  year  1994 
budget  request. 

[Whereupon,  at  4:04  p.m.,  Monday,  May  3,  the  subcommittee  was 
recessed,  to  reconvene  at  9:30  a.m.,  Monday,  May  5.] 
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WEDNESDAY,  MAY  5,  1993 

U.S.  Senate, 
Subcommittee  of  the  Committee  on  Appropriations, 

Washington,  DC. 

The  subcommittee  met  at  9:30  a.m.,  in  room  SD-192,  Dirksen 
Senate  Office  Building,  Hon.  Herb  Kohl  presiding. 
Present:  Senators  Kohl,  Specter,  and  Gorton. 

NONDEPARTMENTAL  WITNESSES 

OPENING  REMARKS  OF  SENATOR  KOHL 

Senator  Kohl.  Good  morning,  ladies  and  gentlemen.  We  welcome 
you  today  to  the  Senate  hearing  on  appropriations,  public  witness 
hearings  for  the  Subcommittee  on  Labor,  Health  and  Human  Serv- 
ices, and  Education,  and  Related  Agencies. 

Today  is  the  subcommittee's  fifth  day  to  hear  testimony  from  ap- 
proximately 150  congressional  and  public  witnesses.  The  committee 
has  received  requests  from  311  individuals  and  public  organiza- 
tions to  testify  before  the  subcommittee  this  year.  Because  of  the 
limitations  of  time,  we  were  only  able  to  schedule  150  individuals 
and  organizations  who  wrote  to  us.  I  regret  that  we  cannot  hear 
everyone,  but  the  committee  has  made  it  known  to  those  who  did 
not  make  the  cutoff  that  we  would  be  pleased  to  publish  their 
statements  in  the  hearing  record. 

Today  we  will  hear  testimony  on  a  wide  range  of  subjects,  includ- 
ing aging,  public  radio  and  television,  programs  for  people  with  dis- 
abilities and  rehabilitation  programs.  We  will  be  hearing  from  a 
number  of  important  organizations  representing  those  programs. 
We  look  forward  to  the  advice  of  each  one  of  you  in  making  the 
many  difficult  decisions  that  face  us  during  this  year's  appropria- 
tions cycle. 

As  a  brief  introduction  to  some  of  the  budgetary  problems  this 
subcommittee  will  be  facing  this  year,  let  me  go  over  some  of  the 
numbers.  The  President's  budget  released  this  month  provides  for 
an  $8.9  billion  increase  in  investment  and  noninvestment  programs 
in  the  Labor,  Health  and  Human  Services,  and  Education  appro- 
priations bill  from  the  fiscal  year  1993  level  of  $62.2  billion  to  $70.6 
billion  this  year.  By  way  of  comparison,  last  year  this  subcommit- 
tee's allocation  over  fiscal  year  1992  increased  by  only  $1.7  billion. 
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So,  if  we  fail  to  get  the  necessary  allocation,  our  chairman  and 
the  subcommittee  members  will  be  forced  to  make  some  very  tough 
choices.  I  hope  the  testimony  that  will  be  presented  to  this  sub- 
committee today  and  over  the  next  2  weeks  will  help  us  in  making 
some  of  these  tough  decisions. 

In  order  to  keep  on  schedule  today,  we  will  use  the  red  light  in 
front  of  me  which  will  give  each  witness  3  minutes  to  summarize 
the  key  positions  of  their  statement.  I  would  request  that  each  wit- 
ness please  attempt  to  complete  the  statement  when  the  3  minute 
red  light  goes  on.  At  the  end  of  2  minutes,  there  will  be  a  yellow 
warning  light.  We  thank  you  for  cooperating  with  this  timing  sys- 
tem which  will  give  us  time  to  ask  a  few  questions  perhaps  and  to 
ensure  that  everyone  has  a  fair  and  equal  chance  to  address  this 
subcommittee. 

Also  in  the  interest  of  time,  I  will  request  that  several  witnesses 
come  to  the  table  at  the  same  time. 

STATEMENT  OF  STEPHEN  J.  RYAN,  M.D.,  PRESIDENT,  DOHENY  EYE  IN- 
STITUTE 

Senator  Kohl.  So,  now  for  our  first  panel,  I  would  like  to  call  to 
the  table  Stephen  Ryan,  Alvin  Block,  Arthur  Balin,  Daniel  Perry, 
Paul  Kerschner,  Dominick  Purpura,  and  Linda  Likins.  We  will 
begin  with  our  first  witness,  Stephen  Ryan,  who  is  president  of 
Doheny  Eye  Institute  and  professor  and  chairman  of  the  depart- 
ment of  ophthalmology  and  dean  at  the  University  of  Southern 
California.  Mr.  Ryan. 

Dr.  Ryan.  Thank  you,  Mr.  Chairman,  members  of  the  committee. 

All  of  us  in  the  vision  research  community  recognize  the  signifi- 
cant support  of  your  committee  for  vision  research  and  the  Na- 
tional Eye  Institute.  We  are  deeply  appreciative  for  your  support 
of  the  entire  NIH,  including  the  National  Eye  Institute.  We  appre- 
ciate your  leadership  and  recognize  these  challenging  times  of  com- 
peting priorities  among  many  worthy  causes  for  the  very  limited 
resources  which  you  cited  to  us. 

I  am  privileged  to  offer  this  testimony  in  support  of  the  citizens' 
fiscal  year  1994  budget  proposal  under  the  aegis  of  research  to  pre- 
vent blindness. 

I  come  to  advocate  support  for  the  National  Eye  Institute,  which 
is  celebrating  its  25th  birthday  this  year.  This  celebration  is  a 
source  of  great  pride  to  those  of  us  in  the  vision  community  be- 
cause we  recognize  the  accomplishments  and  have  witnessed  the 
remarkable  sightsaving  research  accomplishments  in  this  time.  As 
a  practicing  ophthalmologist,  I  have  noticed  firsthand  the  benefits 
resulting  from  research  that  enables  us  and  enables  me  to  help 
prevent  blindness  in  many  of  my  patients  and  to  restore  sight  by 
techniques  we  did  not  even  imagine  25  years  ago  when  I  was  a 
resident  at  Johns  Hopkins. 

The  vision  community  recognizes  that  Congress  faces  a  tremen- 
dous challenge  in  terms  of  the  national  economy  and  the  budget. 
Unfortunately,  choices  and  tradeoffs  must  be  made  between  worthy 
and  competing  priorities  for  these  goals.  My  written  testimony  in- 
cludes a  detailed  explanation  of  why  we  believe  funding  for  the  Na- 
tional Eye  Institute  is  appropriate,  and  there  are  two  significant  fi- 
duciary reasons.  One  of  these  is  proven  cost  effectiveness,  and  the 
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other  one  is  the  savings  that  can  truly  be  achieved  in  health  care 
reform  by  investing  in  this  type  of  research. 

For  example,  the  NEI  sponsored  diabetic  retinopathy  trial — and 
we  have  cited  that  before,  but  it  is  because  the  good  news  becomes 
even  better.  That  trial  cost  $10.5  million,  and  yet  the  savings  for 
the  next  20  years  are  estimated  as  $2.8  billion  related  to  the  care 
of  diabetics.  For  instance,  now  with  proper  laser  application — and 
from  these  clinical  trials,  90  percent  of  patients  with  diabetic  reti- 
nopathy can  be  prevented  from  going  blind  by  the  proper  and  time- 
ly application  of  laser  treatment  for  diabetic  retinopathy. 

I  think  eye  disease  is  very  common  among  older  people,  and  as 
the  elderly  population  in  this  country  is  growing,  so  is  the  preva- 
lence of  age-related  eye  disease.  Macular  degeneration  is  the  lead- 
ing cause  of  the  loss  of  vision  in  older  citizens.  For  instance,  to 
drive  a  car,  watch  television,  read,  it  is  critical  to  have  the  macula 
functioning.  There  are  now  34  million  Americans  at  the  age  of  65; 
1.7  million  have  macular  degeneration;  and  100,000  are  going  to  be 
blind  from  this  condition.  Mr.  Chairman,  we  can  estimate  that  by 
the  year  2020  the  number  of  people  with  macular  degeneration  will 
be  between  3.4  million  at  the  best  analysis  and  6.7  million  Ameri- 
cans. So,  what  we  invest  in  research  now  for  this  condition  is  going 
to  be  critical  for  the  future,  as  our  society  continues  to  age. 

I  am  here  today  to  advocate  the  fiscal  year  1994  citizens'  budget 
of  $359.5  million.  We  are  concerned  that  as  recently  as  1986,  the 
NEI  budget  represented  3.3  percent  of  the  total  NIH  budget.  In  fis- 
cal year  1994,  this  is  estimated  as  2.7  percent  of  the  budget,  and 
the  Eye  Institute  is  one  of  those  that  is  to  be  cut  in  the  President's 
budget. 

PREPARED  STATEMENT 

Mr.  Chairman,  I  emphasize  in  closing  as  the  committee  struggles 
with  these  very  difficult  decisions  that  you  so  properly  outlined  in 
your  opening  statement,  I  hope  that  the  committee  might  consider 
the  25-year  legacy  of  the  National  Eye  Institute  for  cost-effective 
research  and  sound  management.  I  sincerely  hope  you  will  consider 
the  opportunity  to  make  equally  great  strides  in  the  next  quarter 
century  in  vision  research. 

I  very  much  appreciate  this  opportunity  to  present  this  testi- 
mony. I  would  be  pleased  to  answer  any  questions,  Mr.  Chairman. 

[The  statement  follows:] 

Statement  of  Stephen  J.  Ryan,  M.D. 

Mr.  Chairman  and  members  of  the  committee,  I  am  Steve  Ryan,  President  of  the 
Doheny  Eye  Institute,  Dean  of  the  School  of  Medicine,  and  Chairman  of  the  Depart- 
ment of  Ophthalmology  at  the  University  of  Southern  California.  I  am  pleased  to 
offer  testimony  in  support  of  the  Citizens'  fiscal  year  1994  Budget  proposal  for  the 
National  Eye  Institute  (NEI)  under  the  aegis  of  Research  to  Prevent  Blindness. 

At  the  outset,  please  let  me  acknowledge  that  the  vision  research  community  well 
recognizes  the  tremendous  challenges  facing  the  Congress,  including  increased  pub- 
lic demand  for  limited  financial  resources  and  determining  which  programs  would 
further  reduce  the  health  care  burden  as  part  of  reform.  Vision  research  is  indeed, 
cost  effective  in  reducing  health  care  costs  as  I  will  argue  with  real  numbers  and 
from  real  examples. 

The  NEI  serves  as  an  exemplary  institute  at  the  National  Institutes  of  Health 
(NIH)  for  being  well  run  and  cost  efficient.  NEI  shares  in  the  NIH  contribution  to 
the  national  interest  in  truly  changing  the  course  of  human  history.  NIH  supported 
research  saves  health  care  costs  and  contributes  to  our  ability  to  compete  in  the 
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international  work  place.  NIH  supported  research  creates  jobs  in  virtually  every 
community  in  America.  Product  sales  of  biotechnology  in  this  country  had  a  35  per- 
cent increase  over  the  previous  year  and  are  projected  to  be  $50  billion  in  the  year 
2000.  NEI  activity  participates  in  the  small  business  program  and  thereby  actively 
assists  in  the  creation  of  new  jobs  and  in  the  translation  of  vision  research  to  di- 
rectly benefit  patients  and  to  foster  economic  productivity  in  the  process. 

I  come  before  you  today  as  an  advocate  for  increased  support  of  the  National  Eye 
Institute  (NEI),  an  agency  that  is  celebrating  this  year  a  quarter  century  of  sight- 
saving  research  accomplishments.  Congress  created  the  NEI  in  1968  with  wisdom 
and  foresight  for  the  purpose  of  conducting  and  supporting  research  to  improve  the 
prevention,  diagnosis  and  treatment  of  diseases  affecting  the  eye  and  vision.  The  re- 
turn on  the  taxpayer's  dollars  as  a  result  of  NEI-sponsored  research  has  been  many 
times  greater  than  the  original  investment. 

Vision  research  sooner  or  later  touches  the  lives  of  the  majority  of  individuals  in 
our  country.  Vision  is  a  key  factor  in  learning,  mobility,  human  interactions  and 
perceptions.  It  is  important  not  only  to  the  quality  of  life  but  to  an  individual's  abil- 
ity to  be  a  productive  member  of  society  and  of  the  economy.  More  than  80  million 
of  our  citizens  have  diseases  of  the  eye,  and  additional  millions  need  corrective 
lenses  to  see  clearly.  By  various  estimates,  blindness  costs  the  nation  $22  billion  a 
year  for  the  care  and  services  provided  for  visually  impaired  citizens. 

Surveys  have  demonstrated  repeatedly  that  blindness  is  the  disability  which  is 
the  most  feared  by  all  Americans.  When  ranking  illnesses,  blindness  is  usually  third 
or  fourth,  ranking  only  after  AIDS  and  cancer  in  generating  public  concern. 

Vision  research  stands  on  the  threshold  of  an  exciting  time.  Scientists  now  know 
more  about  the  eye  and  visual  system  than  ever,  and  that  now  possess  the  techno- 
logical tools  to  study  the  eye  and  vision  on  the  molecular  level — the  very  level  that 
gives  rise  to  eye  disease. 

It  is  against  this  backdrop  that  we  would  like  to  bring  to  your  attention  a  disturb- 
ing trend.  Our  nation's  investment  in  vision  research  has  been  diminishing  in  recent 
years.  In  fact,  the  NEI's  share  of  the  overall  NIH  budget  has  continued  to  drop  from 
3.7  percent  in  fiscal  year  1986  to  a  low  of  3.1  percent  in  fiscal  year  1993.  In  fiscal 
year  1993  alone,  this  percentage  reduction  represents  a  loss  of  approximately  $49 
million  and  shows  a  continued  failure  to  keep  pace  with  inflation. 

The  vision  community  recognizes  the  tremendous  challenge  before  Congress  in 
terms  of  the  national  economy  and  the  difficult  choices  that  the  Subcommittee  must 
make  in  funding  the  many  worthy  and  noble  causes  competing  for  limited  resources. 
I  come  before  you  today  in  an  effort  to  illustrate  why  support  of  vision  research  is 
a  wise  investment. 

STRATEGIC  PLANNING 

The  NEI  is  about  to  implement  the  fourth  five-year  National  Plan  for  Vision  Re- 
search. These  plans,  developed  by  the  National  Advisory  Eye  Council  over  the  past 
20  years,  have  been  very  successful  in  identifying  important  research  areas  and  set- 
ting priorities  for  the  NEI.  I  have  participated  in  drafting  two  of  these  important 
plans  and  can  attest  to  the  hard  work,  tough  choices,  and  prioritization  that  goes 
on  in  the  scientific  community  in  relation  to  these  national  plans  for  vision  research. 
The  NEI  planning  process,  which  represents  an  extraordinary  consensus  effort  on 
the  part  of  the  intramural  and  extramural  communities,  has  been  held  as  a  model 
of  responsible  stewardship  of  public  funds,  leadership,  and  cost-effective  administra- 
tion. 

As  a  former  member  of  the  National  Advisory  Eye  Council,  I  have  observed,  first 
hand,  that  the  NEI  is  one  of  the  most  efficiently  operated  institutes  at  the  NIH. 
Allow  me  to  provide  just  one  example  of  this  cost-effective  management.  In  the 
1970's,  the  NEI  recognized  through  its  planning  process  that  a  clinical  trial  was 
needed  to  evaluate  photocoagulation — using  a  high  energy  beam  of  laser  light  to 
seal  or  destroy  tissue — as  a  treatment  for  diabetic  retinopathy,  a  potentially  blind- 
ing complication  of  diabetes.  The  resulting,  NEI-supported  Diabetic  Retinopathy 
Study  established  the  scientific  basis  for  photocoagulation — particularly  laser  sur- 
gery— as  a  safe  and  effective  treatment  for  this  condition.  Up  to  40  percent  of  our 
nation's  14  million  patients  with  diabetes  are  affected  by  eye  problems  related  to 
diabetes.  The  laser  treatment  for  diabetic  retinopathy  that  resulted  from  an  NEI 
trial  costing  $10.5  million  could  save  the  government  as  much  as  $2.8  billion  over 
the  next  twenty  years.  Laser  surgery  was  recently  shown  to  be  so  effective  that  even 
individuals  with  advanced  diabetic  retinopathy  have  an  over  90  percent  chance  of 
maintaining  their  good  vision  with  timely  laser  surgery  and  appropriate  follow  up 
care.  The  needs  for  basic  laboratory  and  applied  clinical  research  on  diabetic  reti- 
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nopathy  are  greater  than  ever  and  must  be  supported  to  fight  diabetic  eye  disease 
and  many  other  eye  diseases. 

AGE-RELATED  EYE  DISEASE 

The  President  has  stated  that  cutting  health  care  costs  is  critical  to  controlling 
the  Federal  deficit.  It  is  also  clear  that  reducing  health  care  costs  will  be  even  more 

Dressing  in  the  future  as  our  aging  population  will  need  to  rely  even  more  on  the 
ealth  care  system.  For  example,  there  are  today  more  than  32  million  Americans 
age  65  or  older.  By  the  year  2030,  it  is  estimated  that  this  figure  will  more  than 
double  to  nearly  66  million  Americans.  This  latter  number  is  greater  than  the  cur- 
rent combined  populations  of  metropolitan  New  York  City,  Los  Angeles,  Chicago, 
Detroit,  Houston,  Boston,  Washington,  D.C.,  and  Philadelphia. 

As  the  Diabetic  Retinopathy  Study  has  so  dramatically  demonstrated,  there  is  no 
better  way  to  cut  health  care  costs — short  of  reducing  access  to  care — than  through 
biomedical  research. 

One  of  the  greatest  problems  in  studying  age-related  eye  disease  is  that  it  is  often 
difficult  for  researchers  to  differentiate  the  eye's  natural  aging  process  from  age-re- 
lated eye  disease. 

To  that  end,  the  NEI  has  launched  the  Age-Related  Eye  Disease  Study  (AREDS) 
that  allows  researchers  to  document  in  detail  the  aging  process  in  the  eyes  of  4,600 
older  Americans.  As  the  study  progresses,  it  may  provide  researchers  with  the  sci- 
entific basis  for  the  future  prevention  and  treatment  of  age-related  macular  degen- 
eration cataract.  Adequate  funding  will  be  needed  to  pursue  the  findings  that  will 
accrue  as  a  result  of  this  important  study. 

If  science  discovers  how  to  prevent  or  retard  cataracts,  enormous  health  care  cost 
savings  would  be  realized.  In  1990,  there  were  over  1.5  million  cataract  operations 
performed  in  the  United  States  at  a  total  cost  exceeding  $5  billion.  It  has  been  cal- 
culated that  if  cataract  development  could  be  delayed  by  ten  years  with  therapeutic 
drugs  or  other  medical  treatments,  the  need  for  cataract  surgery  would  decrease  by 
about  45  percent  at  an  annual  savings  of  $2.2  billion  to  the  federal  government. 
Cataract  research  recently  took  a  great  step  forward  when  an  NEI  grantee  reported 
a  significant  finding  on  the  assembly  of  proteins  in  the  eye's  lens.  Additional  work 
now  needs  to  be  done  to  investigate  the  role  of  the  protein  in  cataract  formation. 

Significant  areas  remain  untapped  in  efforts  to  understand  age-related  macular 
degeneration  (AMD),  an  eye  disease  that  remains  the  leading  cause  of  functional 
blindness  in  individuals  over  the  age  of  65.  The  disease  causes  a  deterioration  of 
the  macula  part  of  the  retina,  the  part  which  allows  sharp,  central  vision  such  as 
that  needed  to  read  or  drive.  In  no  disease  of  vision  is  there  more  need  for  basic 
and  clinical  science  research.  Laser  surgery  has  reduced  the  risk  of  severe  visual 
loss  in  patients  with  the  "wet  form"  of  AMD,  but  this  treatment  can  benefit  only 
a  few  ofthe  large  population  afflicted  by  AMD. 

By  1995,  it  is  estimated  that  1.7  million  Americans  will  have  decreased  vision 
from  AMD,  and  100,000  will  be  blind  from  the  disease.  The  prevalence  of  AMD  is 
expected  to  rise  to  6.3  million  by  the  year  2030,  when  an  even  greater  percentage 
of  our  population  enters  its  retirement  years.  Since  blindness  alone  costs  the  Fed- 
eral government  $13,607  annually  per  person,  the  potential  savings  from  a  drug  or 
medical  treatment  would  be  substantial. 

Another  eye  disease  which  is  prevalent  in  the  elderly  and  which  ranks  as  the  sec- 
ond most  frequent  cause  of  blindness  in  the  United  States  among  all  age  groups  is 
glaucoma.  Glaucoma  is  the  leading  cause  of  blindness  among  Black  Americans.  Two 
million  Americans  have  glaucoma,  and  surveys  suggest  that  another  one  million  citi- 
zens may  have  the  disease  without  being  aware  that  they  have  the  condition.  The 
NEI-supported  Baltimore  Eye  Survey — the  first  such  study  to  measure  glaucoma 
prevalence  in  a  large,  racially  mixed  population — reported  that  Blacks  are  five  time 
more  likely  than  Whites  to  develop  open-angle  glaucoma.  The  study  also  found  that 
Blacks  tend  to  develop  glaucoma  earlier  (around  age  40)  than  Whites  and  that  the 
disease  appears  to  progress  more  rapidly  in  Blacks. 

These  findings  suggest  that  Blacks  may  actually  have  a  genetic  predisposition  for 
glaucoma  and  resultant  optic  nerve  damage,  and  this  hypothesis  has  been  suggested 
by  findings  from  an  NEI-supported  study  in  Barbados.  Additional  funding  would 
support  studies  to  determine  why  the  rate  of  glaucoma  is  higher  and  why  the  dis- 
ease tends  to  have  a  more  aggressive  course  for  this  group. 

OCULAR  DISEASE  ASSOCIATED  WITH  AIDS 

With  increased  support,  the  NEI  can  also  continue  to  help  reduce  the  pain  and 
suffering  of  people  with  AIDS.  It  has  long  been  recognized  that  about  25  percent 
of  all  people  with  AIDS  develop  a  potentially  blinding  complication  of  the  disease 
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called  CMV  retinitis.  Last  year,  the  NEI  reported  that  AIDS  patients  with  CMV  ret- 
initis lived  about  four  months  longer  when  they  receive  the  drug,  foscarnet,  rather 
than  the  drug,  ganciclovir.  The  NEI  issued  a  clinical  alert  that  made  the  treatment 
protocols  available  to  physicians  and  others  who  treat  people  with  AIDS. 

Although  doctors  can  usually  treat  a  patient's  initial  CMV  infection  with 
ganciclovir  or  foscarnet,  neither  drug  completely  eliminates  the  virus  from  the  eye. 
As  a  result,  virtually  all  people  with  AIDS  who  are  treated  for  CMV  retinitis  will 
have  a  relapse.  For  this  reason,  the  NEI  will  soon  launch  a  large,  randomized  clini- 
cal trial,  the  CMV  Retreatment  Trial,  to  compare  the  safety  and  efficacy  of  three 
treatment  regimens  in  AIDS  patients  with  recurring  or  progressing  CMV  retinitis. 
Its  findings  should  provide  the  Nation's  eye  care  professionals  with  sound  scientific 
data  on  how  best  to  utilize  existing  anti-CMV  treatments.  It  will  also  tell  whether 
switching  a  patient  to  a  different  drug  or  combining  therapies  will  better  control  the 
infection. 

DECADE  OF  THE  BRAIN 

The  retina  is  widely  used  as  a  model  for  basic  euroscience  studies,  and  vision  re- 
search is  likely  to  provide  the  first  breakthrough  in  understanding  how  the  brain 
functions  at  a  molecular  level.  The  NEI  is  actively  involved  in  research  in  two,  i.e., 
perception  and  mobility,  of  the  five  major  areas  of  neuroscience  research  in  this 
Decade  of  the  Brain."  The  hope  for  individuals  with  retinal  disease  lies  in  neuro- 
science investigations  that  have  the  focus  of  the  Decade  of  the  Brain  initiative. 
Nearly  40  percent  of  all  sensory  input  to  the  brain  originates  from  the  eye.  An  ex- 
pansion of  scientific  efforts  to  understand  development  and  control  of  visual  process- 
ing will  greatly  enhance  our  ability  to  manage  a  wide  range  of  eye  diseases  in  which 
the  retina  and  optic  nerve  are  damaged. 

TRANSLATION  OF  RESEARCH  RESULTS 

Along  with  the  need  for  continued  basic  and  clinical  research  support,  a  critically 
important  component  of  the  overall  NEI  research  agenda  is  translation  of  the  re- 
sults of  research  into  patient  care.  NEI  is  coordinating  the  first  nationwide  eye 
health  education  program,  the  National  Eye  Health  Education  Program  (NEHEP), 
which  is  designed  to  prevent  blindness  in  individuals  at  risk  for  glaucoma  and  dia- 
betic eye  disease  through  increased  public  awareness  and  education.  Working  in 
partnership  with  over  40  public  and  private  organizations,  NEI  is  translating,  into 
patient  education  and  patient  care  practices,  the  knowledge  gained  from  its  clinical 
trials.  Through  NEHEP,  individuals  at  risk  for  potentially  blinding  eye  disease — di- 
abetic eye  disease  and  glaucoma — are  encouraged  to  have  their  eyes  examined  regu- 
larly. 

Mr.  Chairman,  NEI-supported  vision  research  has  done  more  in  the  last  twenty- 
five  years  to  increase  our  understanding  of  visual  function  and  to  reduce  blindness 
than  has  been  achieved  in  all  prior  history. 

When  Congress  voted  for  the  establishment  of  the  National  Eye  Institute  in  1968, 
it  had  the  wisdom  to  recognize  the  long-term  benefit  of  its  investment  in  vision  re- 
search. Time  has  shown  vision  research  to  be  a  wise  Federal  investment  that  has 
already  paid  for  itself  many  times  over.  I  would,  therefore,  respectfully  encourage 
the  Congress  to  reaffirm  its  commitment  to  vision  research  by  increasing  support 
for  the  National  Eye  Institute  in  fiscal  year  1994.  The  amount  requested  to  capital- 
ize on  the  opportunities  at  hand  and  to  ensure  the  continuation  of  those  of  tomorrow 
is  $359,553,000. 

The  Citizens'  Budget  request  of  $359.5  million  for  fiscal  year  1994  would  provide 
the  necessary  support  to  continue  the  important  work  described  above  and  to  ex- 
plore research  advances  with  the  capacity  to  improve  the  health  and  quality  of  life 
for  thousands  of  Americans  each  year.  I  respectfully  request  that  you  recommend 
approval  of  the  fiscal  year  1994  NEI  Citizens  Budget.  Proposed  expenditures  in  all 
categories  are  specified  in  the  Financial  Tables  appended  to  my  statement. 

I  sincerely  appreciate  the  opportunity  to  present  this  testimony,  and  I  shall  be 
pleased  to  respond  to  any  questions. 

Thank  you. 


Biographical  Sketch 

Stephen  J.  Ryan,  M.D.  is  currently  President  of  Doheny  Eye  Institute  and  Profes- 
sor and  Chairman  of  the  Department  of  Ophthalmology  and  Dean  at  the  University 
of  Southern  California  School  of  Medicine.  The  author  of  numerous  contributions  to 
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ophthalmic  literature,  Dr.  Ryan  serves  on  the  editorial  boards  of  the  American  Jour- 
nal of  Ophthalmology,  Graefe's  Archives  of  Ophthalmology,  International  Ophthal- 
mology, and  Retina.  His  public  service  includes  participation  on  the  National  Advi- 
sory Eye  Council  where  he  chairs  the  Retina  Program  Panel  and  serving  as  Vice 
Chairman  of  the  Foundation  of  the  American  Academy  of  Ophthalmology.  Dr. 
Ryan's  numerous  awards  include  the  Research  to  Prevent  Blindness  Louis  B.  Mayer 
Scholar  Award,  Johns  Hopkins  University  Society  of  Scholars  Award  and  the  Amer- 
ican Academy  of  Ophthalmology's  Senior  Honor  Award.  Among  his  many  profes- 
sional affiliations,  Dr.  Ryan  holds  membership  in  the  American  Academy  of  Oph- 
thalmology, the  Association  for  Research  in  Vision  and  Ophthalmology  and  the  Ret- 
ina Society.  He  is  past  president  of  the  Association  of  University  Professors  of  Oph- 
thalmology, the  Macula  Society  and  secretary-treasurer  of  the  Pan-American  Asso- 
ciation of  Ophthalmology. 

NATIONAL  EYE  INSTITUTE  FINANCING 
[In  thousands  of  dollars] 

Fiscal  year- 


Appropriation         Citizen's  budget 
1993  1994 


By  Activity 

Grants: 

Research  grants  213,658  271,929 

Laboratory  renovation,  construction,  and  instrumentation 10,500 

Core  grants 7,655  13,189 

Individual  training 2,230  2.586 

Institutional  training  5,006  5,868 

Total  grants  228,549  304,072 


Direct  operations: 

Intramural  laboratory  and  clinical  research  ... 

Research  and  development  contracts 

Biometry,  epidemiology,  and  field  program 

Research  management  and  program  services 


29.201 

30,688 

5,487 

10,500 

1,394 

1,436 

11,557 

12,857 

107,743 

139,873 

34.488 

44,699 

20,701 

27,062 

21,784 

28,279 

49,320 

64,159 

10.500 

Total  direct  operations 47,639  55,481 

Total  NEI  obligations  276,188  359,553 

By  Program 
Extramural  research: 

Retinal  diseases 

Corneal  diseases  

Lens  and  cataract 

Glaucoma 

Strabiamus,  amblyopia,  and  visual  processing  

Laboratory  renovation,  construction,  and  instrumentation 

Total  extramural  research 

Intramural  research: 

Laboratory  and  clinical  research,  biometry,  and  epidemiology 

Research  management  and  program  services  

Total  intramural  research 

Total  NEI  obligations  276,188  359,553 

Senator  Kohl.  Thank  you  very  much,  Dr.  Ryan.  We  will  make 
every  attempt  we  can  to  come  as  close  as  we  can  to  your  request. 
As  you  know,  your  request  is  far  short  of  the  budget,  some  $60  mil- 
lion, more  than  that,  $75  million.  But  we  will  make  every  attempt 
we  can,  and  we  appreciate  your  testimony. 

Dr.  Ryan.  Thank  you,  Mr.  Chairman. 


234,036 

314,572 

30,595 
11,557 

32,124 
12,857 

42,152 

44,981 
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STATEMENT  OF  ALVIN  V.  BLOCK,  PRESIDENT,  ESA,  INC. 

Senator  Kohl.  Next  is  Alvin  Block  who  is  with  ESA,  Inc. 

Mr.  Block.  Mr.  Chairman  and  members  of  the  committee,  I  am 
Alvin  Block,  president  of  ESA  in  Bedford,  MA.  I  have  been  coming 
to  Washington  for  two  decades  to  speak  out  on  behalf  of  Govern- 
ment sponsored,  health  oriented  research. 

Our  economy  is  not  performing  well,  and  recovery  is  slow.  Many 
small  businesses,  particularly  those  involved  in  biomedical  and  sci- 
entific research,  have  been  running  against  the  tide.  Small  compa- 
nies take  up  much  of  the  employment  lost  in  major  industries.  We 
produce  high-technology  products  which  help  our  trade  deficit  and 
our  national  competitive  posture.  Without  us,  the  economy  would 
be  worse. 

ESA  applies  innovative  proprietary  technology  to  problems  that 
degrade  the  quality  of  life.  Our  strength  is  measuring  extremely 
low  levels  of  chemicals  in  neuroscience,  the  environment,  and  cer- 
tain clinical  applications.  Pollution  and  environmental  hazards  may 
cause  cancer.  Every  newborn  in  Japan  is  tested  using  our  instru- 
ments for  neuroblastoma,  an  often  fatal  of  debilitating  disorder. 
The  Los  Angeles  Children's  Hospital  has  an  ambitious  clinical  re- 
search effort  in  cancer  based  on  our  technology.  Our  instruments 
measure  minute  quantities  of  brain  chemicals  in  research  projects 
ranging  from  changes  in  brain  activity  caused  by  low  blood  pres- 
sure to  developing  innovative  treatments  for  hopelessly  brain  dam- 
aged children. 

Not  all  of  our  clients  are  trying  to  find  out  what  is  bad  for  you. 
Some  little  old  wine  makers  are  trying  to  discover  what  makes 
wine  taste  good,  hoping  to  bring  you  more  of  the  same. 

In  1970,  there  was  a  need  to  detect  small  amounts  of  lead  in  in- 
fants. We  developed  a  finger  stick  blood  lead  test,  and  our  instru- 
ments are  used  by  commercial  labs  and  carried  into  the  field  by 
public  health  workers.  Our  newest  portable  lead  analyzer  meets 
the  stringent  new  guidelines  of  CDC  which  were  established  for 
blood  lead  levels  in  children. 

Let  me  give  you  an  example  of  how  the  Government  can  work 
more  closely  with  small  business  and  also  cut  its  costs.  ESA  is 
presently  developing  a  hand-held  blood  lead  analyzer  not  much 
larger  than  a  pocket  calculator.  Using  this  instrument,  a  test  could 
be  performed  in  2  minutes  by  pediatricians,  nurses,  public  health 
research  workers,  or  school  nurses.  Immediate  care  and  counseling, 
if  appropriate,  would  be  available.  The  instrument  would  cost  less 
than  $1,000,  and  the  cost  per  test  would  be  $3  to  $5,  as  compared 
with  $15  to  $30  today.  The  CDC  helped  initiate  this  project,  but 
has  insufficient  funds.  Adequate  screening  support  would  reduce 
health  care  costs  by  tens  of  millions  of  dollars  per  year. 

PREPARED  STATEMENT 

Small  business  is  rich  in  innovation  and  generates  jobs.  With 
better  Government  support,  we  can  reduce  the  cost  of  health  care 
and  help  our  economy  recover.  We  must  continue  the  team  work 
of  business  research  institutions  and  the  Public  Health  Service  if 
we  are  to  meet  our  health  care  challenges  and  retain  our  leading 
role  in  international  biomedicine. 
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Thank  you  for  the  opportunity  to  present  our  views.  I  would  be 
happy  to  answer  any  questions. 
[The  statement  follows:] 

Statement  of  Alvin  V.  Block 

Mr.  Chairman  and  members  of  the  committee,  my  name  is  Alvin  V.  Block  and 
I  am  President  of  ESA,  Incorporated,  a  small  high  technology  company  engaged  in 
research  and  development  leading  to  the  sale  of  biomedical  products  and  services. 
We  are  located  in  Bedford,  Massachusetts.  Mr.  Chairman,  ESA  is  a  quarter-century 
old.  I  have  been  coming  to  Washington  for  nearly  that  long  to  speak  out  on  behalf 
of  government-sponsored,  health-oriented  research. 

As  you  well  know,  our  country's  overall  economy  has  not  been  performing  well 
and  there  are  signs  recovery  will  be  slow.  However,  many  small  businesses  have 
been  running  against  the  tide,  particularly  those  involved  in  biomedical  and  sci- 
entific research.  ESA  has  certainly  felt  the  impact  of  the  downturn,  but  has  enjoyed 
modest  growth.  Today  I  intend  to  suggest  a  few  specific  steps  to  heip  my  company — 
and  other  small  businesses — continue  to  succeed. 

I  believe  these  steps  are  very  important.  Small  companies  like  ours  have  taken 
up  much  of  the  employment  slack  caused  by  the  failures  or  shortcomings  of  major 
industries.  We  have  also  penetrated  foreign  markets,  which  helps  our  trade  deficit. 
Without  the  good  performance  of  thousands  of  small  businesses  like  ESA,  the  econ- 
omy would  be  in  even  worse  shape.  Having  a  very  large  number  of  viable  small 
businesses  makes  our  economy  resilient,  able  to  rebound  from  blows  suffered  by  our 
high-profile,  ailing  major  industries.  Also,  small  businesses  produce  continuous  tech- 
nology innovations  that  help  our  national  competitive  posture. 

Over  the  past  10  years,  our  technology  has  improved  dramatically.  Today  we  are 
able  to  measure  greater  than  one  part  in  a  trillion.  That  kind  of  sensitivity  and  res- 
olution equates  to  locating  a  single  dollar  bill  among  the  trillions  in  the  national 
debt.  What's  more,  we  measure  many  different  substances  simultaneously,  a  capa- 
bility extensively  useful  in  analyzing  brain  chemistry.  Our  instruments,  software 
and  expertise  are  currently  being  used  in  a  wide  variety  of  health  related  applica- 
tions. 

Here  are  some  of  the  projects  on  which  we  are  engaged: 

Neurodegenerative  Diseases. — We  are  working  with  some  of  the  world's  top  sci- 
entists to  develop  practical  diagnostic  tests  for  Alzheimer's,  Parkinson's,  and  Hun- 
tington's diseases,  as  well  as  others.  Last  year  I  urged  that  the  National  Institutes 
of  Health  utilize  our  technology  to  develop  an  Alzheimer's  diagnostic,  and  this  Com- 
mittee adopted  that  suggestion.  While  ESA  has  yet  to  benefit  from  your  action,  we 
have  proceeded  on  our  own,  in  concert  with  colleagues  at  the  Massachusetts  General 
Hospital,  to  demonstrate  the  feasibility  of  a  practical  test  to  diagnose  Alzheimer's 
from  patients'  blood  samples.  Other  diagnostics  are  expected  to  follow.  This  could 
lead  to  improved  treatment,  lower  health  care  costs,  and  a  narrowing  of  the  gap  in 
time  between  onset  of  a  disorder  and  its  diagnosis  and  treatment. 

Pharmaceuticals.— Out  instruments  are  used  by  major  drug  companies  in  the 
United  States,  Europe  and  Japan  to  help  develop  safe,  efficacious  medications. 

Environmental  Hazards. — Pollutants  and  the  hole-in-the-ozone-layer  cause 
mutations  of  DNA  that  result  in  cancer.  Scientists  using  our  equipment  can  now 
measure  defects  in  a  single  base  unit  of  DNA — one  faulty  letter  in  a  paragraph  de- 
scribing a  person's  entire  genome — to  better  understand  the  link  between  cancer 
cause  and  effect.  Other  scientists  use  our  instruments  to  develop  clinical  diagnoses 
for  cancer.  Every  newborn  in  Japan  is  tested  using  our  technology  for  neuro- 
blastoma, an  often  fatal  and  debilitating  disorder.  At  Los  Angeles  Children's  Hos- 
pital, an  even  more  ambitious  clinical  research  effort  based  upon  our  technology  is 
underway. 

Brain  Research. — The  ability  of  ESA's  most  sophisticated  instrument  to  measure 
minute  quantities  of  brain  chemicals  has  lead  to  a  large  number  of  research  projects 
throughout  the  world,  ranging  from  determining  changes  in  brain  activity  caused 
by  low  blood  pressure,  to  monitoring  effects  of  radical,  innovative  treatments  for 
hopelessly  brain-damaged  children.  Others  are  identifying  growth  factors  that  might 
restore  damaged  brain  neurons. 

Lead  Poisoning  Research  Continues. — ESA's  technology  meets  the  stringent  new 
guidelines  established  for  blood  lead  levels  in  children.  We  are  developing  a  highly 
sensitive  instrument  that  health  workers  can  carry  around  in  their  pockets.  Test  re- 
sults will  be  instantly  readable,  which  will  allow  immediate  response  to  levels  above 
normal.  And,  the  new  instrument  will  be  much  less  expensive  to  use.  Funds  from 
the  Centers  for  Disease  Control  and  Prevention  helped  initiate  this  project. 
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Also,  our  technology  has  been  adapted  to  provide:  safer,  more  effective  pesticides; 
better  quality  control  for  food  and  beverages;  a  way  to  trace  explosives  by  measuring 
their  residues;  and  improved  worker  and  consumer  safety  in  cosmetics,  and  photo- 
graphic products  and  processes. 

Finally,  not  all  of  our  clients  are  trying  to  find  out  what's  bad  for  you.  Some  little 
old  wine  makers  are  trying  to  discover  what  makes  wine  taste  good,  hoping  to  bring 
you  more  of  the  same. 

Most  of  our  technology  has  been  developed  with  our  own  money.  The  Federal 
Small  Business  Innovation  Research  Program  has  helped  also.  We  are  privately- 
held  and  do  not  report  our  finances  publicly,  but  I  do  not  mind  telling  you  that  we 
have  more  than  100  employees  and  more  than  $10  million  in  sales.  We  are  not  high- 
ly profitable,  however,  partly  because  we  choose  to  invest  in  developing  the  ideas 
of  our  scientists. 

It  seems  to  me  that  big  companies  are  the  only  ones  that  can  afford  to  go  after 
home  runs — single  products  that  generate  huge  profits.  That  is  because  it  costs  a 
lot  to  see  a  mega-product  through.  For  instance,  it  has  been  reported  that  to  get 
a  single  pharmaceutical  to  market  can  cost  more  than  $250  million  and  take  more 
than  10  years.  We  obviously  can't  afford  that,  and  neither  can  other  small  compa- 
nies. Focusing  upon  a  single  product  means  standing  upon  a  narrow  platform  where 
misstep  can  be  catastrophic.  We  can't  afford  that  either.  So  we  bring  along  our  tech- 
nology incrementally,  taking  small  steps  that  we  can  afford.  Other  small  businesses 
do  the  same.  It  is  called  hitting  singles. 

The  Government's  SBIR  program  has  been  helpful.  It  provides  seed  money — 
$50,000 — to  help  us  determine  whether  an  idea  has  merit.  The  best  ideas  receive 
a  $500,000  grant.  The  problem  is,  it  takes  a  long  time  to  get  the  larger  sum,  often 
18  months  or  more  after  testimony  of  demonstrating  feasibility — too  long  for  very- 
small  companies  to  nurture  great  ideas. 

I  think  that  funding  mechanisms  for  the  SBIR  program  can  be  greatly  improved 
in  two  ways:  First,  the  process  needs  to  be  speeded  up  and  the  paperwork  reduced. 
We  are  drowning  in  paperwork  and  frustrated  by  delays.  Better  administrative  pro- 
cedures can  be  implemented  without  additional  cost  and  will  save  money.  Second, 
I  think  the  SBIR  program  needs  to  provide  a  quick  infusion  of  funds  as  soon  as  fea- 
sibility is  demonstrated  under  Phase  I.  If,  for  instance,  $100,000  were  automatically 
granted  as  soon  as  feasibility  is  shown,  more  companies  could  sustain  their  product 
ideas  through  the  Phase  II  application  process,  and  more  successful  products  would 
emerge.  Please  note  that  no  company  will  get  rich  off  these  grants.  It  costs  much 
more  in  company  funds  to  commercialize  a  product. 

Here  in  Congress,  you  are  worrying  about  the  huge  Federal  deficit  and  the  mount- 
ing costs  of  health  care.  On  Wiggins  Road  in  Bedford,  we  worry  too. 

Small  businesses  are  rich  in  innovation.  They  have  lower  operating  costs  than 
large  companies  and  institutions.  We  have  demonstrated  that  we  can  generate  jobs. 
I  believe  that  with  the  right  kind  of  government  support,  we  can  help  bring  down 
the  cost  of  health  care,  and  contribute  to  returning  the  economy  to  full  recovery. 

Mr.  Chairman,  support  of  small  business  for  the  development  of  technology  should 
not  be  considered  insidious.  Hundreds  of  small  companies  like  ESA  deserve  and 
need  support  for  the  development  of  biomedical  technology  that  helps  American  citi- 
zens. The  health  care  challenges  we  face  are  enormous  and  require  a  high  level  of 
cooperation  among  business,  research  institutions  and  the  Public  Health  Service. 
Such  teamwork,  which  has  worked  well  in  the  past,  is  essential  if  America  is  to  re- 
tain its  leading  role  in  international  biomedicine,  a  contest  for  jobs  and  money  in 
which  our  European  and  Japanese  competitors  are  gaining  great  strength. 

In  1970,  there  was  urgent  need  to  detect  small  amounts  of  lead  in  the  blood  of 
infants.  We  demonstrated  that  we  could  measure  one  part  of  lead  in  a  billion  parts 
of  blood,  which  lead  to  a  finger-stick  blood  lead  test.  We  were  soon  processing  all 
pediatric  samples  for  the  Centers  for  Disease  Control.  Our  instruments  were  pro- 
cured by  other  commercial  labs  and  were  carried  into  the  field  by  public  health 
workers. 

Let  me  give  you  an  example  of  how  the  government  can  work  more  closely  with 
small  business  and  cut  its  costs.  ESA  is  presently  developing  a  hand-held  blood  lead 
analyzer,  not  much  larger  than  a  pocket  calculator.  Using  this  instrument,  a  test 
could  be  performed  in  2  minutes  by  pediatricians,  nurses,  public  health  outreach 
workers,  or  school  nurses.  Immediate  care  and  counseling,  if  appropriate,  would  be 
available.  The  instrument  would  cost  less  than  $1,000;  the  cost  per  test  would  be 
$3  to  $5,  compared  with  $15  to  $30  today.  However,  the  agency  involved  is  unable 
to  provide  sufficient  funds  for  this  project.  Yet  adequate  screening  could  reduce 
health  care  costs  by  tens  of  millions  of  dollars  per  year. 
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In  short,  Mr.  Chairman,  the  right  kind  of  support  means  a  little  more  money, 
fewer  delays  and  less  paperwork.  That's  good  for  our  health,  and  for  our  business. 
And  that  means  its  good  for  our  country. 

Thank  you  for  the  opportunity  to  present  our  views. 

Senator  Kohl.  Thank  you  very  much,  Mr.  Block.  You  are  right 
that  small  business  is  the  backbone  of  our  economy.  We  need  to  do 
everything  we  can  to  strengthen  small  business. 

You  mentioned  the  hand-held  blood  lead  analysis  device  that  you 
have  been  working  on.  What  agency  have  you  been  working  here 
with  to  get  funding? 

Mr.  Block.  CDC.  They  have  partially  funded  it,  but  they  do  not 
have  enough  funds  to  give  adequate  funding. 

Senator  Kohl.  Thank  you,  Mr.  Block. 

STATEMENT  OF  ARTHUR  K.  BALIN,  M.D.,  Ph.D.,  FJV.C.P.,  EXECUTIVE  DI- 
RECTOR, AMERICAN  AGING  ASSOCIATION 

Senator  Kohl.  Next  we  have  Dr.  Arthur  K.  Balin. 

Dr.  Balin.  Mr.  Chairman,  I  appreciate  the  opportunity  to  testify 
and  to  explain  why  it  is  imperative  that  we  increase  funding  for 
basic  biomedical  aging  research.  My  name  is  Arthur  Balin  and  I 
have  been  trained  as  a  physician  and  a  scientist  and  am  speaking 
to  you  today  as  the  executive  director  of  the  American  Aging  Asso- 
ciation. 

The  Institute  of  Medicine  of  the  National  Academy  of  Sciences 
recently  issued  a  report  stating:  "the  committee  believes  that  eluci- 
dation of  the  biological  mechanisms  of  aging  is  an  achievable  goal." 
I  agree.  We  have  the  technology  now  to  discover  the  causes  of  the 
aging  process.  It  is  only  a  matter  of  committing  sufficient  resources 
to  this  problem. 

Medical  research  has  a  dramatic  ability  to  reduce  health  care 
costs.  The  costs  for  a  lifetime  of  care  for  two  Rh  brain  damaged 
children  or  for  two  children  severely  crippled  by  polio  is  greater 
than  all  of  the  money  that  was  spent  on  the  research  that  elimi- 
nated these  disorders. 

Treatments  that  could  delay  admission  to  a  nursing  home  by  1 
month  would  save  our  health  care  system  $3  billion  per  year. 

The  National  Institute  on  Aging  recently  reported  that  if  the 
onsets  of  Alzheimer's  disease  could  be  delayed  by  5  years,  the  Na- 
tion would  save  $40  billion  per  year. 

Research  to  prevent  urinary  incontinence  in  the  elderly  would 
save  the  health  care  system  $10.8  billion  per  year. 

These  savings  represent  only  the  tip  of  the  iceberg  when  com- 
pared to  those  that  could  be  achieved  by  a  delay  in  the  rate  of  the 
aging  process.  Every  year  of  productive  life  we  could  add  to  our 
population  would  add  $5  trillion  to  our  economy  in  wages  earned. 

The  present  funding  for  basic  biomedical  aging  research  is  mea- 
ger and  is  unlikely  to  provide  sufficient  resources  to  allow  us  to  dis- 
cover the  causes  of  aging  before  we  are  overwhelmed  by  the  health 
costs  of  an  aging  population.  In  1990  the  cost  of  providing  health 
care  to  people  over  age  65  was  more  than  $200  billion.  As  of  Feb- 
ruary 1993,  there  were  only  275  grants  on  the  biology  of  aging 
funded  at  a  total  cost  of  $50  million.  Presently  only  20  percent  of 
the  approved  aging  grants  are  being  funded.  Our  country  cannot 
afford  to  waste  the  talent  of  80  percent  of  the  most  highly  edu- 
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cated,  motivated,  competent  scientists  that  our  educational  system 
can  produce. 

PREPARED  STATEMENT 

I  have  outlined  the  details  of  an  idea  to  fund  increased  research 
in  my  submitted  testimony. 

Thank  you,  Mr.  Chairman  and  members  of  the  subcommittee,  for 
the  opportunity  to  testify. 

[The  statement  follows:] 

Statement  of  Arthur  K.  Balin,  M.D. 

Senator  Harkin  and  members  of  the  subcommittee,  I  appreciate  the  opportunity 
to  testify  and  to  explain  why  it  is  imperative  that  we  increase  funding  for  basic  bio- 
medical aging  research.  My  name  is  Arthur  K.  Balin,  MD,  PhD,  FACP,  and  I  have 
been  trained  as  a  physician  and  a  scientist.  I  am  speaking  to  you  today  as  the  Exec- 
utive Director  of  the  American  Aging  Association.  The  American  Aging  Association 
is  a  national  lay-scientific  health  organization  formed  in  1970  whose  purpose  is  to 
promote  biomedical  research  directed  to  increasing  our  healthy  functional  life  span. 

DISCOVERING  THE  CAUSES  OF  THE  AGING  PROCESS  IS  AN  ACHIEVABLE  GOAL 

The  Institute  of  Medicine  of  the  National  Academy  of  Science  has  recently  pub- 
lished its  recommendations  for  a  national  research  agenda  on  aging  in  a  book  enti- 
tled Extending  Life,  Enhancing  Life.  Their  report  states  "the  committee  believes 
that  elucidation  of  the  biological  mechanisms  of  aging  is  an  achievable  goal".  I 
agree.  We  have  the  technology  now  to  discover  the  causes  of  the  aging  process.  It 
is  only  a  matter  of  committing  sufficient  resources  to  this  problem. 

Much  medical  research  has  been  targeted  at  disease-specific  issues  such  as  illness 
caused  by  infectious  diseases,  heart  disease,  cancer,  and  diabetes.  Generally  the 
focus  of  this  research  has  been  to  develop  treatments  for  people  who  suffer  from 
these  conditions.  This  is  a  costly  and  inefficient  approach.  It  is  the  underlying  aging 
process  that  predisposes  a  person  to  all  of  the  associated  diseases  that  accompany 
aging. 

Aging  is  not  the  same  as  disease,  although  aging  makes  us  more  vulnerable  to 
disease.  It  is  the  aging  process  itself,  not  the  specific  diseases,  that  block  our  effort 
to  increase  the  functional  healthy  life  span.  For  example,  if  all  heart  disease, 
strokes,  and  cancer  could  be  totally  eliminated,  the  average  life  span  would  only  in- 
crease by  about  ten  years.  Aging  results  in  a  diminished  ability  to  respond  when 
challenged,  and  leads  to  a  progressive  increase  in  an  organism's  vulnerability.  By 
understanding  the  basic  mechanisms  involved  in  aging,  it  may  be  possible  to  delay 
or  prevent  illnesses  and  diseases  that  are  associated  with  aging.  This  research 
would  lead  to  a  better  quality  of  life  for  all  individuals. 

THE  BENEFITS  OF  MEDICAL  RESEARCH  TO  REDUCE  HEALTH  CARE  COSTS 

Recently,  President  Clinton  proposed  that  every  eligible  child  be  immunized.  He 
said  that  every  dollar  that  the  government  spent  in  funding  childhood  immuniza- 
tions would  save  ten  dollars  in  health  care  costs.  This  is  a  worthy  goal.  However, 
it  pales  in  comparison  to  the  savings  that  could  be  achieved  through  basic  aging  re- 
search. Medical  research  has  a  dramatic  ability  to  reduce  health  care  costs.  The  cost 
for  a  lifetime  of  care  for  two  Rh  brain  damaged  children,  or  for  two  children  severely 
crippled  by  polio,  is  greater  than  all  of  the  money  that  was  spent  on  the  research 
that  eliminated  these  disorders.  Treatments  that  could  delay  admission  to  a  nursing 
home  by  one  month  would  save  our  health  care  system  three  billion  dollars  per  year. 
The  National  Institute  on  Aging  recently  reported  that  if  the  onset  of  Alzheimer's 
disease  could  be  delayed  by  five  years,  the  nation  would  save  forty  billion  dollars 

f>er  year.  This  would  be  in  addition  to  the  relief  that  would  be  experienced  by  fami- 
ies  who  are  forced  to  watch  a  parent  or  spouse  deteriorate  from  this  condition.  Re- 
search to  prevent  urinary  incontinence  in  the  elderly  would  save  the  health  care 
system  10.8  billion  dollars  per  year.  These  savings  represent  only  the  tip  of  the  ice- 
berg when  compared  to  those  that  could  be  achieved  by  a  delay  in  the  rate  of  the 
aging  process.  Every  year  of  productive  life  we  could  add  to  our  population  by  re- 
tarding the  aging  process  would  add  five  trillion  dollars  to  our  economy  in  wages 
earned 
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We  stand  on  the  threshold  of  a  revolution  of  unparalleled  magnitude  in  biomedical 
sciences  and  biotechnology.  Harvesting  these  discoveries  will  profoundly  change  our 
world  for  the  better.  It  should  be  possible  to  produce  and  utilize,  for  the  benefit  of 
mankind,  any  chemical,  any  enzyme,  and  any  biological  process  that  any  living  or- 
ganism has  evolved. 

THE  CURRENT  FUNDING  STATUS  FOR  BIOMEDICAL  AGING  RESEARCH  IS  MEAGER 

The  present  funding  for  basic  biomedical  aging  research  is  meager  and  is  unlikely 
to  provide  sufficient  resources  to  allow  us  to  discover  the  causes  of  aging  before  we 
are  overwhelmed  by  the  health  costs  of  an  aging  population.  In  1990,  the  cost  of 
providing  health  care  to  people  over  age  65  was  more  than  200  billion  dollars.  As 
of  February  1993,  there  were  only  275  grants  on  the  biology  of  aging  being  funded 
at  a  total  cost  of  50  million  dollars.  There  were  an  additional  1,070  grants  costing 
about  250  million  dollars  on  behavioral  and  social  research,  geriatrics,  neuroscience 
and  neuropsychology,  and  Alzheimer's  centers.  This  is  meager  funding  in  view  of  the 
fact  that  our  country  is  being  overwhelmed  by  health  care  costs  and  it  is  basic  aging 
research  that  will  provide  the  answers  to  decrease  these  costs. 

Human  scientific  talent  is,  in  fact,  one  of  our  true  precious  resources.  At  present, 
we  are  squandering  this  resource.  Each  grant  to  the  National  Institute  on  Aging  is 
evaluated  by  a  committee  of  scientists  and,  if  the  grant  is  scientifically  sound  and 
worthwhile,  the  grant  is  approved  for  funding.  Because  of  budget  constraints,  the 
National  Institute  of  Aging  is  only  able  to  fund  about  20  percent  of  the  scientifically 
approved  grants  it  receives.  This  is  wasteful  of  our  most  precious  resource,  human 
scientific  talent. 

Each  of  the  grant  proposals  was  submitted  by  a  scientist.  The  scientists  went  to 
college,  completed  graduate  school,  hold  a  Ph.D.  or  M.D.  degree,  and  often  work  for 
several  years  as  a  post-doc  in  a  senior  scientists'  laboratory  before  submitting  a 
grant  proposal.  Their  education  involved  years  of  close  supervision  by  senior  sci- 
entists. The  senior  scientists  can  only  train  a  small  number  of  graduate  students 
during  their  entire  scientific  career.  I  believe  that  every  one  of  these  scientifically 
approved  grants  should  be  funded.  Our  country  cannot  afford  to  waste  the  talent 
of  80  percent  of  the  most  highly  educated,  motivated,  competent  scientists  that  our 
educational  system  can  produce.  I  believe  that  the  present  NIA  budget  for  basic  bio- 
medical aging  research  is  only  1  percent  of  the  amount  that  it  should  be. 

FUNDING  THE  INCREASED  RESEARCH  THROUGH  AN  INVESTMENT  IN  RESEARCH  BANK 

The  main  problem  that  arises  is  how  to  fund  the  increased  research.  I  would  pro- 
pose that  the  federal  government  create  an  "Investment  in  Research"  bank.  All  fed- 
eral money  for  research  would  be  funnelled  through  this  "Investment  in  Research" 
bank.  Allocations  for  research  projects,  training  grants,  and  career  development 
awards  would  be  awarded  as  they  are  now  through  the  appropriate  NIH  councils 
and  study  sections  from  money  allocated  to  the  'Investment  in  Research"  bank. 
Money  in  the  "Investment  in  Research"  bank  would  also  be  used  by  other  agencies 
that  sponsor  research.  The  main  difference  between  this  proposal  and  our  current 
system  of  funding  is  that  the  American  taxpayer  would  more  directly  benefit  from 
discoveries  made  by  their  money  which  was  obtained  from  the  "Investment  in  Re- 
search" bank.  This  would  be  done  by  requiring  individuals  who  obtained  money  from 
the  "Investment  in  Research"  bank  to  pay  the  bank  one-third  of  any  royalties  ob- 
tained on  products,  patents,  or  inventions  that  were  developed  utilizing  funding  ob- 
tained from  the  "Investment  in  Research"  bank.  I  propose  that  any  patent  granted 
with  money  used  from  the  "Investment  in  Research"  bank  would  be  lengthened  by 
four  years  to  21  years,  which  would  increase  royalties  to  the  "Investment  in  Re- 
search" bank  and  would  help  to  compensate  the  inventors  for  the  one-third  royalty 
they  were  required  to  pay  to  the  "Investment  in  Research"  bank. 

Additionally,  individuals  who  chose  to  be  educated  at  public  expense  could  have 
their  graduate  education  paid  for  if  they  agree  to  pay  10  percent  of  any  royalties 
from  patents  that  they  developed  through  their  career  directly  to  the  "Investment 
in  Research"  bank.  The  money  obtained  through  these  mechanisms  would  be  re- 
tained by  the  bank  and  would  be  reinvested  in  research  until  such  time  as  the  level 
of  research  funding  was  at  least  100  times  what  it  is  today.  Additional  money  ob- 
tained after  that  point  could  be  used  at  the  discretion  of  the  President  and  Congress 
to  retire  the  national  debt.  This  "Investment  in  Research"  bank  provides  a  mecha- 
nism whereby  the  American  public  will  gain  both  directly,  through  return  on  their 
investment,  and  indirectly,  through  expansion  of  knowledge,  a  better  quality  of  life, 
creation  of  jobs  and  wealth,  and  a  mechanism  whereby  all  citizens  could  avail  them- 
selves of  higher  education.  This  mechanism  would  be  essentially  self-funding  as  it 
boot  straps  itself  up  to  greater  and  greater  levels.  I  believe  that  an  "Investment  in 
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Research"  bank  that  explicitly  recognizes  that  the  American  public  is  investing  its 
resources  in  research  will  prove  highly  profitable  to  the  American  public,  both  in 
terms  of  financial  return  and  an  enhanced  quality  of  life. 

Thank  you,  Senator  Harkin  and  members  of  the  Subcommittee,  for  the  oppor- 
tunity to  testify.  We  look  to  you  as  policy  makers  for  our  nation  to  help  us  seize 
the  opportunities  at  hand. 

Senator  Kohl.  We  thank  you  very  much,  Dr.  Balin.  There  is  no 
question  that  increased  research  efforts  on  Alzheimer's  and  aging 
in  general  will  pay  huge  dividends  in  our  society,  and  this  sub- 
committee will  make  every  effort  to  see  to  it  that  your  rec- 
ommendations are  taken  into  complete  account. 

Dr.  Balin.  Thank  you. 

Senator  Kohl.  I  appreciate  your  coming  today. 

STATEMENT  OF  DANIEL  PERRY,  EXECUTIVE   DIRECTOR,  ALLIANCE 
FOR  AGING  RESEARCH 

Senator  Kohl.  Next  we  have  Daniel  Perry  from  the  Alliance  for 
Aging  Research. 

Mr.  Perry.  Thank  you,  Mr.  Chairman. 

Science  offers  the  best  hope  to  improve  the  quality  of  life  for  mil- 
lions of  older  people.  Breakthroughs  that  we  expect  in  aging  and 
age-related  diseases  will  also  certainly  decrease  the  burdens  on  a 
health  care  system  that  is  strained  to  its  limits. 

This  committee  has  taken  the  lead  in  investing  in  aging  research 
that  will  keep  older  people  healthy,  vigorous  and  independent.  You 
have  honored  sound  funding  recommendations  of  the  Pepper  Com- 
mission, the  Institute  of  Medicine,  and  dozens  of  nonprofit  health 
organizations.  You  have  steadily  increased  support  for  aging  re- 
search at  the  National  Institute  on  Aging  and  throughout  the  NIH. 
In  so  doing,  you  have  strengthened  the  health  security  of  future 
generations  of  aging  Americans. 

This  year  Congress  has  wisely  authorized  $500  million  to  support 
research  at  the  National  Institute  on  Aging.  However,  under  the 
President's  proposed  budget  for  1994,  the  NLA  would  fall  $102  mil- 
lion below  that  authorized  level.  The  NLA  would  be  cut  back  $5.4 
million  less  than  in  the  current  year,  and  that  is  before  inflation 
is  factored  in. 

If  these  figures  stand,  there  will  be  cancellations  of  more  than  30 
current  research  projects  aimed  at  keeping  older  Americans 
healthier.  All  of  the  NLA's  research  grants  to  scientists  across  the 
country  would  fall  below  inflation  next  year.  This  comes  at  a  time 
when  we  are  beginning  to  realize  the  payoff  of  past  investments  in 
aging  research  and  new  means  to  prevent  disability  in  the  old.  It 
was  reported  just  last  month  that  disability  rates  are  now  falling 
for  people  over  75  and  over  age  85.  This  is  contrary  to  what  we 
would  expect  with  a  larger  older  population,  but  it  most  likely  re- 
flects improved  functional  status  due  to  joint  replacements  and  cat- 
aract surgery  and  other  enhancements  of  the  elderly  that  have 
come  out  of  research. 

PREPARED  STATEMENT 

Mr.  Chairman,  research  advances  in  age-related  disability  and 
disease  will  save  billions  in  future  health  costs,  as  my  colleague 
has  pointed  out.  The  Alliance  for  Aging  Research  urges  you  to  con- 
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tinue  this  prudent  investment  that  is  so  clearly  in  the  national  in- 
terest. 

Thank  you. 

[The  statement  follows:] 

Statement  of  Daniel  Perry 

Mr.  Chairman  and  members  of  this  Subcommittee,  the  Alliance  for  Aging  Re- 
search is  pleased  to  present  testimony  on  the  proposed  fiscal  year  1994  budget.  This 
Subcommittee,  under  the  leadership  of  Chairman  Harkin  and  the  bi-partisan  sup- 
port of  Senators  Specter  and  Hatfield,  has  been  a  leading  agent  of  improving  the 
fives  of  older  Americans  through  medical  research.  As  this  nation  begins  a  new 
Presidential  administration,  it  is  now  ever  more  crucial  that  the  U.S.  continue  for- 
ward progress  in  supporting  biomedical  research.  The  Alliance  looks  forward  to 
working  with  this  Subcommittee  in  preparing  a  fiscal  year  1994  budget  that  contin- 
ues to  meet  the  needs  of  an  aging  society. 

More  Americans  are  living  longer  than  ever  before.  A  majority  are  actively  pursu- 
ing an  ideal  of  good  health  and  are  changing  daily  habits  in  hopes  of  achieving 
longer,  healthier  lives.  Meanwhile,  medical  science  is  making  rapid  progress  to  en- 
sure that  even  more  people  will  experience  a  greater  level  of  health  and  vitality  as 
they  age.  The  challenge  for  Congress  is  to  ensure  policies  and  proper  funding  of 
aging  research  that  will  allow  for  more  Americans  to  continue  to  enjoy  their  inde- 
pendence as  they  age. 

The  rising  costs  of  health  care  make  this  challenge  even  more  pressing.  This  year, 
older  Americans  will  consume  an  estimated  $348  trillion  of  a  total  national  health 
bill  of  over  $939  billion,  of  which  long-term  care  is  one  of  the  fastest  growing  parts. 
A  recent  government  report  noting  that  the  Medicare  trust  fund  could  be  bankrupt 
by  1999  also  highlights  the  urgent  need  to  improve  the  health  of  older  Americans. 
Yet,  research  to  improve  the  quality  of  life  for  older  Americans  lags  far  behind  what 
we  pay  for  this  care.  For  every  dollar  the  U.S.  spends  on  aging  research,  the  nation 
spends  more  than  $530  to  treat  and  care  for  older  Americans.  Wisely  investing  in 
aging  research  today,  will  help  avoid  surmounting  health  and  long-term  care  costs 
tomorrow. 

The  role  of  aging  research  in  controlling  health  costs  is  an  area  that  Congress  has 
long  recognized  as  a  smart  investment.  That  function  was  recently  singled  out  by 
Congress  with  the  passage  of  the  National  Institutes  of  Health  Revitalization  Act 
of  1993.  This  historic  legislation  puts  into  public  law  a  key  recommendation  made 
by  the  Pepper  Commission  and  first  introduced  in  Congress  in  the  Harkin-Hatfield 
Independence  for  Older  Americans  Act  of  1990  to  establish  the  goal  of  $1  billion  for 
aging  research.  The  report  accompanying  that  bill  states: 

"In  September  1990,  the  U.S.  Bipartisan  Commission  on  Comprehensive  Health 
Care  (the  Pepper  Commission)  recommended  that  the  Federal  Government  provide 
significant  funding  for  a  research  and  development  program  *  *  *  aimed  at  pre- 
venting, delaying,  and  dealing  with  long-term  illnesses  and  disabilities  and  in  order 
to  carry  out  this  effort  a  funding  level  of  $1  billion  annually  would  be  needed.  In 
response  to  these  recommendations,  Section  445G,  establishes — for  the  first  time — 
specific  authorization  levels  for  the  National  Institute  on  Aging." 

Under  this  newly  passed  legislation,  the  authorization  level  for  the  National  Insti- 
tute on  Aging  for  fiscal  year  1994  is  set  at  $500  million.  The  Alliance  for  Aging  Re- 
search, on  benalf  of  the  nation's  32  million  older  Americans  and  their  families,  urges 
Congress  to  fully  fund  aging  research  at  this  level. 

Mr.  Chairman,  given  the  budgetary  pressures  on  this  Subcommittee,  this  is  a  am- 
bitious request  that  would  require  a  $100  million  increase  to  the  NLA  above  current 
fiscal  year  level.  Even  with  this  size  of  an  increase,  the  NLA  would  still  only  be  able 
to  fund  about  40  percent  of  research  projects  approved  by  the  NIH  rigorous  peer 
review  process.  The  recommended  funding  level  ot$l  billion  for  aging  research  was 
also  made  more  than  three  years  ago.  Since  that  time,  with  strong  support  from  this 
Subcommittee  and  Congress,  progress  has  been  made  both  at  the  NlA  and  across 
all  the  National  Institutes  of  Health  toward  reaching  the  goal  of  $1  billion.  By  our 
organization's  estimates  total  aging  research  at  the  NIH  is  approximately  $650  mil- 
lion. It  is  now  time  for  Congress  to  fully  implement  $1  billion  a  year  for  aging  re- 
search and  to  lay  the  groundwork  for  a  $2  billion  investment  in  aging  research  be- 
fore this  decade  is  out. 

Aging  research  is  the  nation's  best  hope  of  helping  people  maintain  independence 
as  they  age.  This  is  what  Americans  want — and  expect — as  they  age.  A  recent  sur- 
vey by  the  Alliance  conducted  by  the  independent  polling  firm  of  Belden  & 
Russonello  shows  that  two-out-of-three  Americans  want  to  live  to  100.  They  want 
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to  spend  those  added  years  of  life  living  independently.  In  fact,  70  percent  in  the 
same  survey  say  that  losing  independence  and  having  to  spend  the  last  years  of  life 
in  a  nursing  home  is  their  greatest  fear  of  aging. 

Fortunately,  medical  science  is  making  progress  in  both  increasing  the  number  of 
years  people  live  as  well  as  extending  a  greater  level  of  health  to  those  added  years. 
A  recent  study  by  Duke  University  and  supported  by  the  NIA  shows  a  steady  and 
dramatic  decrease  in  disability  rates  for  older  Americans  in  the  past  decade.  These 
findings,  as  reported  on  the  front  page  of  The  New  York  Times  are  largely  attrib- 
uted to  now  routine  medical  advances  that  were  developed  through  research. 
"*  *  *  The  shift  makes  sense,  particularly  in  light  of  the  increase  in  commonplace 
surgical  techniques — like  cataract  removal  and  joint  replacement — that  allow  dis- 
abled older  people  to  resume  the  normal  activities  of  daily  living."  Educational  at- 
tainment and  income  were  also  attributed  as  factors  in  the  decline  of  disability 
among  older  people. 

To  help  ensure  continued  progress,  the  Alliance  specifically  recommends  a  vibrant 
research  program  at  the  NLA.  Priority  areas  should  include: 

Frailty  research. — Previously  funded  research  projects  have  demonstrated  the  ben- 
efits of  strength  training  exercise  in  improving  independence  of  older  Americans.  It 
is  now  time  to  move  this  research  to  a  new  level.  Clinical  trials  of  interventions  to 
reduce  falls,  increase  bone  strength,  and  reduce  disability  and  the  need  for  long- 
term  care  need  to  be  funded.  Expanded  studies  on  nutrition  and  the  failure  to  thrive 
in  older  people  should  also  be  part  of  this  effort. 

Alzheimer's  disease. — Recent  recommendation  of  the  first  treatment  of  Alzheimer's 
disease  by  the  Food  and  Drug  Administration  is  sign  that  progress  in  the  fight 
against  this  mind-robbing  illness  is  being  made.  Further  research  which  can  lead 
to  other  possibilities  for  early  diagnosis  and  treatment  before  clinical  symptoms  of 
the  disease  occur  would  greatly  advance  the  quality  of  care  for  the  four  million 
Americans  afflicted  with  Alzheimer's  disease. 

Women's  health. — As  women  continue  to  enjoy  a  longer  life  expectancy  than  men, 
aging  research  needs  to  be  a  critical  component  of  the  expanding  area  of  women's 
health.  Two  out  of  three  Americans  over  the  age  of  85  are  women.  As  such,  this 
greatly  increases  the  prevalence  of  chronic,  age-related  conditions  such  as 
osteoporosis,  arthritis,  urinary  incontinence  and  other  debilitating  factors  that  can 
lead  to  long-term  care. 

Training  in  geriatrics. — The  Alliance  continues  to  be  concerned  by  the  small  num- 
ber of  medical  professional  entering  the  field  of  geriatrics,  especially  at  the  academic 
level.  Currently,  only  four  out  of  a  possible  10  Claude  D.  Pepper  Older  Americans 
Independence  Centers  are  in  operation.  Full  funding  of  this  important  combined 
training  and  research  effort  is  recommended. 

Understanding  aging. — A  greater  understanding  of  aging  through  cell  senescence, 
DNA  repair,  biomarkers  of  aging  and  other  areas  of  basic  research  are  in  need  of 
a  funding  boost.  The  NIH  is  the  clear  worldwide  leader  in  this  field  of  basic  re- 
search. It  is  imperative  that  this  scientific  edge  be  maintained  and  expanded. 

Demographics  of  aging. — As  the  U.S.  is  considering  a  major  revamping  of  the 
health  care  system,  it  is  important  that  the  factual  base  of  demographic  information 
of  the  fastest  growing  segment  of  the  population  be  maintained.  The  NIA  should 
work  to  close  data  gaps  on  the  oldest-old,  active  life  expectancy,  long-term  care, 
health  and  retirement,  and  women's  health.  Continued  funding  of  the  National 
Health  and  Retirement  Survey  for  data  collection  and  further  funding  for  analysis 
of  this  important  data  is  essential. 

Health  and  behavior. — With  more  and  more  Americans,  especially  older  people, 
taking  a  more  active  role  in  health  promotion,  it  is  important  to  measure  the  impact 
of  these  life-style  changes  on  morbidity,  disability  and  mortality.  As  these  improve- 
ments in  health  are  explored,  it  is  important  to  explore  factors  which  influence  deci- 
sions by  older  people  to  improve  health  such  as  quitting  smoking  and  beginning  an 
exercise  program. 

Senator  Kohl.  We  thank  you  very  much,  Mr.  Perry.  You  may  be 
sure  that  the  subcommittee  will  give  every  consideration  to  increas- 
ing funding  for  research  at  NIH. 

Mr.  Perry.  Thank  you. 

Senator  KOHL.  I  appreciate  your  being  here  today. 
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STATEMENT  OF  PAUL  A.  KERSCHNER,  Ph.D.,  EXECUTIVE  DIRECTOR, 
THE  GERONTOLOGICAL  SOCIETY  OF  AMERICA 

Senator  Kohl.  Next  we  have  Paul  Kerschner  from  the  Geronto- 
logical Society  of  America.  Mr.  Kerschner,  delighted  to  have  you 
here  today. 

Dr.  Kerschner.  Thank  you,  Mr.  Chairman. 

I  want  to  go  on  record  as  supporting  my  colleagues,  Mr.  Chair- 
man. I  want  to  make  a  few  comments  in  support  of  their  com- 
ments. 

First,  I  want  to  point  out  for  the  committee  that  the  number  of 
elderly,  as  we  all  know,  is  increasing,  the  over  85  increasing  the 
fastest  of  all.  We  have  now  in  this  country  40,000  over  the  age  of 
100.  The  majority  of  those  people  are  women.  So,  clearly  the  issue 
of  aging,  gender  race  is  one  of  importance  to  our  health  care  sys- 
tem. 

Research  bolsters  the  health  care  system.  One  of  our  favorite 
lines  in  the  Gerontological  Society  is  that  data  is  not  the  plural  of 
anecdote.  The  only  way  you  get  good  day  is  doing  good  research, 
and  we  support  that.  Good  research  comes  out  of  the  National  In- 
stitute on  Aging,  the  Administration  on  Aging,  Bureau  of  Health 
Professions. 

I  want  to  just  give  you  three  examples  of  research  that  was  ap- 
proved, but  not  funded  at  the  National  Institute  on  Aging  that 
could  make  a  major  difference  for  older  people  and  their  families 
in  the  United  States. 

One  was  looking  at  malnutrition  and  the  failure  of  older  people 
to  thrive  in  old  age,  a  major  cause  of  mortality  and  disability  in  the 
elderly.  A  recent  survey  conducted  for  the  nutrition  screening  ini- 
tiative found  that  one  older  person  in  four  is  malnourished.  Re- 
search in  this  area  could  have  had  a  major  impact  on  improving 
health  and  reducing  the  long-term  care  needs  of  older  persons. 

The  second  area  that  was  approved,  but  not  funded,  testing 
strategies  for  encouraging  health,  promoting  self-care  behaviors, 
and  discouraging  health  impairing  practices  among  older  people. 
We  know  that  improving  health  behaviors  even  in  the  later  years 
has  a  positive  impact.  We  just  need  to  figure  out  how  to  motivate 
more  older  people  to  do  it.  Healthier  behaviors  can  help  delay  the 
onset  and  progression  of  disease  and  disability  and  reduce  overall 
health  care  costs. 

Promoting  basic  and  clinical  research  with  particular  attention  to 
recruiting  African  American  and  Hispanic  research  subjects  to  ad- 
ditional Alzheimer's  disease  centers  or  satellite.  This  research  was 
approved,  but  not  funded.  This  research  would  have  had  the  poten- 
tial for  producing  more  representative  samples  of  minority  individ- 
uals in  clinical  trials  of  promising  pharmacologic  and 
nonpharmacologic  therapies  for  Alzheimer's  disease. 

PREPARED  STATEMENT 

The  increase  of  unfunded  and  underfunded  research  not  only 
weakens  research,  but  may  drive  promising  young  people  into  other 
careers  and  discourage  established  scientists  from  continuing  their 
work. 

Thank  you,  Mr.  Chairman. 

[The  statement  follows:] 


366 

Statement  of  Paul  A.  Kerschner 

Mr.  Chairman,  members  of  the  Committee,  The  Gerontological  Society  of  America 
appreciates  the  opportunity  to  present  our  testimony  on  federal  investments  for  ge- 
rontological research,  education,  and  training  programs  of  the  National  Institute  on 
Aging,  the  Bureau  of  Health  Professions,  and  the  Administration  on  Aging. 

The  Presidential  campaign  turned  health  care  into  a  popular  dinnertime  topic  of 
conversation  in  households  throughout  the  nation.  While  everyone  agrees  we  need 
to  do  something,  we  are  still  struggling  to  reach  consensus  on  how  much,  for  how 
many,  for  how  long,  and  for  whom. 

Critical  to  the  issue  of  health  care,  and  one  that  raises  great  concern  for  all  of 
our  institutions  from  Congress  to  hospitals  to  worksites,  is  the  aging  of  the  popu- 
lation. From  1990  to  2030  the  number  of  people  age  65  years  of  older  is  expected 
to  double,  to  66  million.  During  the  same  time,  conservative  estimates  show  a  dou- 
bling of  the  85-plus  population,  to  8. 1  million.  This  has  major  implications  for  health 
care  costs,  for  the  65  years  and  older  population  (12  percent)  accounts  for  over  one- 
third  of  the  country's  total  personal  health  care  expenditures.  Per  capita  personal 
health  spending  for  the  oldest-old  (85-plus)  is  2V2  times  that  for  persons  aged  65 
to  69. 

While  we  would  agree  with  the  Administration's  thrust  to  cap  costs  and  control 
runaway  costs  through  managed  competition,  it  should  be  combined  with  a  move  to- 
ward a  healthier  nation  with  less  need  for  expensive  health  care  services.  Placing 
an  emphasis  on  prevention  and  rehabilitation  and  on  promoting  healthier  lifestyles 
can  help  in  moving  us  closer  to  meeting  that  goal. 

It  is  research,  however,  that  holds  the  key  to  making  major  inroads  in  cutting  or 
at  least  holding  down  costs,  particularly  gerontological  research.  The  more  we  learn 
about  what  occurs  as  part  of  the  normal  aging  process  and  what  can  be  attributed 
to  other  factors  of  environment  or  lifestyle,  the  better  we  will  understand  the  poten- 
tial for  improving  the  health  of  older  people. 

In  developing  our  recommendations  for  fiscal  year  1994,  we  were  cognizant  of  the 
tight  fiscal  constraints  under  which  Congress  is  operating.  The  Society's  recom- 
mendations, therefore,  maximize  the  use  of  existing  resources  and  at  the  same  time 
ensures  that  long  term  health  goals  of  the  nation  are  not  jeopardized. 

The  Society  would  be  remiss  if  we  did  not  emphasize  the  long  term  and  critical 
role  played  by  these  programs  in  the  past  and  that  "standstill"  budgets  cannot  be 
continued  without  major  adverse  and  negative  consequences. 

THE  NATIONAL  INSTITUTE  ON  AGING 

As  years  are  added  to  life,  research  is  now  targeted  toward  making  those  added 
years  healthier  years.  Created  in  1975,  NIA  has  made  significant  and  lasting  con- 
tributions despite  a  small  budget  and  at  times  with  a  shrinking  budget.  In  less  than 
20  years,  NIA  has  developed  sound  and  irrefutable  information  about  what  is  "nor- 
mal" aging  and  what  is  a  result  of  disease.  It  has  contributed  to  the  body  of  knowl- 
edge about  behaviors  and  interventions  that  lead  to  a  healthier  old  age. 

As  the  Gerontological  Society  has  testified  in  the  past,  the  NIA  has  had  budget 
increases  that  barely  allow  the  agency  to  sustain  its  current  program.  New  and  ad- 
ditional funds  have  not  been  available  for  increased  research  in  the  basic  sciences 
and  other  important  areas  of  inquiry  that  could  lead  to  improvements  in  the  health 
of  older  persons. 

Ironically,  just  when  there  is  going  to  be  a  dramatic  increase  in  the  number  of 
older  people  in  the  United  States,  NLA's  budget  would  be  cut  by  $5.4  million  from 
its  current  funding  level  under  the  Administration's  proposed  budget. 

The  impact  of  the  spending  slowdown  that  has  occurred  over  the  past  several 
years  is  already  visible.  The  growing  gap  between  research  opportunities  in  the  field 
of  aging  and  the  lack  of  sufficient  funds  to  support  them  is  evidenced  by  fewer  ap- 
proved grants  being  funded,  funded  grants  being  subjected  to  the  practice  of  "down- 
ward negotiations"  of  between  10  and  14  percent  after  they  are  awarded,  and  re- 
search centers  being  supported  at  reduced  levels.  Some  examples  of  "lost  opportuni- 
ties" (research  approved  but  not  funded)  include: 

Looking  at  malnutrition  and  failure  to  thrive  in  older  persons,  a  major  cause  of 
mortality  and  disability  in  old  age.  A  recent  survey  conducted  for  the  Nutrition 
Screening  Initiative  found  that  one  older  person  in  four  is  malnourished.  Research 
in  this  area  could  have  a  major  impact  on  improving  health  and  reducing  long-term 
care  needs  of  older  persons. 

Testing  strategies  for  encouraging  health  promoting  self-care  behaviors  and  for 
discouraging  health-impairing  practices  among  older  people.  We  know  that  improv- 
ing health  behaviors  even  in  the  later  years  has  a  positive  impact,  we  just  need  to 
figure  out  how  to  motivate  more  people  to  do  it.  Healthier  behaviors  can  help  delay 
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the  onset  and  progression  of  disease  and  disability  and  reduce  overall  health  care 
costs. 

Promoting  basic  and  clinical  research,  with  particular  attention  to  recruiting 
Black  and  Hispanic  research  subjects  through  additional  Alzheimer's  Disease  Cen- 
ters or  Satellites.  This  research  has  the  potential  for  producing  more  representative 
samples  of  minority  individuals  in  clinical  trials  of  promising  pharmacologic  and 
non-pharmacologic  therapies  for  Alzheimer's  disease. 

The  increase  in  unfunded  and  underfunded  research  not  only  weakens  research, 
but  may  drive  promising  young  people  into  other  careers  and  discourage  established 
scientists  from  continuing  work.  There  already  is  a  serious  shortage  of  researchers 
and  basic  scientists,  as  well  as  trained  professionals  to  care  for  the  health  needs  of 
older  people.  Shortages  of  faculty  and  other  leaders  with  adequate  preparation  in 
geriatrics  to  train  the  needed  health  professionals  also  continues  to  be  a  problem. 

The  bipartisan  Pepper  Commission  recommended  to  Congress  that  the  federal 
government  should  move  toward  funding  a  research  development  program  at  a  level 
of  $1  billion  annually,  with  a  focus  on  preventing  and  delaying  the  leading  long- 
term  care  illnesses  and  disabilities. 

The  Gerontological  Society  sees  the  Commission's  recommendation  as  a  step  in 
the  right  direction.  However,  research  efforts  cannot  be  limited  to  diseases.  Efforts 
must  continue  to  look  at  the  "normal"  aging  process  and  ways  to  maximize  success- 
ful, health  aging. 

BUREAU  OF  HEALTH  PROFESSIONS 

Despite  the  fact  that  health  care  for  the  elderly  accounts  for  a  disproportional  cost 
to  our  health  care  system,  interdisciplinary  comprehensive  care  for  the  elderly  is 
often  lacking;  and  important  areas  such  as  prevention  and  rehabilitation  are  ne- 
glected. Most  health  professionals  have  received  little  formal  training  in  caring  for 
the  elderly.  This  lack  of  training  contributes  to  excessive  use  of  expensive  technology 
and  over  medication  while  leaving  basic  needs  of  the  elderly  unaddressed.  While  the 
need  for  provision  of  high  quality  comprehensive  care  for  the  elderly  is  emerging  as 
a  national  concern,  we  are  disturbed  tnat  the  need  for  training  in  this  field  has  been 
overlooked.  The  budget  for  the  Geriatrics  Initiatives  Programs  (namely  the  Geriatric 
Education  Centers  and  geriatric  physician  and  dental  fellowships)  that  are  sup- 
ported by  the  Bureau  of  Health  Professions  is  slated  for  a  34  percent  funding  cut 
in  the  present  fiscal  year. 

We  believe  that  a  focus  on  direct  service  provision  without  a  concomitant  focus 
on  educating  health  care  professionals  about  the  special  needs  of  the  elderly  is  un- 
likely to  lead  to  cost  effective  quality  care  for  aging  Americans.  We  strongly  urge 
full  funding  for  crucial  educational  services  provided  by  such  agencies  as  the  Geri- 
atrics Initiatives  Branch. 

ADMINISTRATION  ON  AGING 

The  President's  budget  basically  holds  the  Administration  on  Aging  at  fiscal  year 
1993  levels.  However,  this  does  not  represent  even  a  "standstill"  budget  given  that 
AoA  has  seen  no  major  increases  in  years,  yet  the  population  served  by  AoA  pro- 
grams has  continued  to  increase  rapidly.  The  potential  role  this  agency  could  play 
in  addressing  issues  related  to  older  Americans  and  the  more  general  aging  of 
American  society  has  gone  totally  unrecognized  by  Congress. 

The  encompassing  and  permissive  language  of  Title  I  of  the  Older  Americans  Act 
means  that  there  is  already  in  place  an  agency  which,  with  requisite  levels  of  sup- 
port and  staffing,  can  serve  as  a  "point  person"  for  dealing  with  aging-related  issues. 
With  more  than  100  separate  federal  authorizations  for  programs  benefiting  older 
persons,  the  Administration  on  Aging,  under  the  strong  and  able  leadership  of  Dr. 
Fernando  Torres-Gil,  could  become  the  place  where  the  interworkings  of  the  numer- 
ous aging  programs  can  be  harmonized,  whether  in  the  name  of  actual  dollar  sav- 
ings, increased  program  efficiency,  or  in  improved  delivery  of  services. 

Senator  Kohl.  Mr.  Kerschner,  we  appreciate  your  being  here. 

We  note  your  comments  concerning  recent  research  findings  that 
one  in  four  older  Americans  suffer  from  malnutrition.  Do  you  feel 
that  a  greater  effort  needs  to  be  made  by  the  Administration  on 
Aging  to  provide  outreach  and  nutrition  services  to  these  people? 

Dr.  Kerschner.  Absolutely.  One  of  the  best  programs  that  the 
Administration  on  Aging  runs,  Mr.  Chairman,  is  the  meals  pro- 
gram, the  congregate  meals  and  the  home-based  meal  program.  If 
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we  can,  in  addition,  identify  people  who  are  at  risk  of  malnutrition, 
put  more  money  into  reducing  their  malnutrition,  they  will  stay  out 
of  nursing  homes  and  out  of  high  cost  acute  care  settings  for  a 
much  longer  period  of  time,  saving  them  hardship,  but  also  saving 
the  Nation  funds  as  well. 
Senator  Kohl.  Thank  you  very  much,  Mr.  Kerschner. 

STATEMENT  OF  DOMINICK  P.  PURPURA,  M.D.,  SOCIETY  FOR  NEURO- 
SCIENCE 

Senator  KOHL.  Our  next  witness  is  Dr.  Dominick  Purpura  of  the 
Society  for  Neuroscience. 

Dr.  Purpura.  Thank  you,  Mr.  Chairman. 

I  am  Dominick  Purpura.  I  am  professor  of  neuroscience  and  dean 
of  the  Albert  Einstein  College  of  Medicine,  a  member  of  the  Na- 
tional Academy  of  Sciences,  and  past  president  of  the  Society  for 
Neuroscience,  which  comprises  22,000  basic  and  clinical 
neuroscientists  affiliated  with  universities,  hospitals,  and  scientific 
institutions. 

Mr.  Chairman,  when  the  joint  resolution  of  Congress  and  the 
President  proclaimed  the  1990's  as  the  Decade  of  the  Brain,  brain 
scientists  were  called  upon  to  accelerate  their  impressive  efforts  in 
providing  new  knowledge  concerning  mental  ana  neurological  dis- 
orders of  the  brain.  In  1990  these  disorders  cost  the  American  pub- 
lic $400  billion  in  direct  costs  for  clinical  care  and  in  lost  productiv- 
ity. This  conservative  estimate  is  significantly  higher  today. 

Neuroscientists  took  up  this  challenge  because  they  recognized 
the  enormity  of  the  suffering  of  patients  and  their  families  when 
Alzheimer's  disease  strikes,  when  drug  and  alcohol  addiction 
plagues  loved  ones,  and  when  stroke  and  head  injury  and  paralysis 
occur,  and  when  schizophrenia  and  manic-depressive  disorders  ap- 
pear. Neuroscientists  took  up  this  challenge  because  they  knew 
there  was  realistic  hope  of  impacting  these  debilitating  and  dehu- 
manizing disorders  in  view  of  the  dramatic  progress  made  in  the 
past  few  decades  alone.  Indeed,  every  day  new  studies  are  reveal- 
ing basic  biological  mechanisms  in  Parkinson's  disease,  epilepsy, 
major  depression,  and  stroke  and  other  disorders. 

Mr.  Chairman,  the  President's  budget  for  the  nine  Institutes  of 
the  National  Institutes  of  Health  that  make  significant  commit- 
ments to  neuroscience  research  falls  far  short  of  the  funds  required 
to  sustain  the  remarkable  progress  to  obtain  the  goals  of  the  Dec- 
ade of  the  Brain. 

The  first  12  words  of  Charles  Dickens'  great  novel,  "A  Tale  of 
Two  Cities,"  amply  defines  the  problem.  "It  was  the  best  of  times, 
it  was  the  worst  of  times."  These  are,  indeed,  the  best  of  times  for 
brain  research.  The  United  States  stands  in  a  leadership  position 
in  this  noble  endeavor  which  has  important  economic,  as  well  as 
sociological  implications.  The  opportunities  for  discovery  in  this 
Decade  of  the  Brain  bear  witness  to  the  thousands  of 
neuroscientists  prepared  to  unravel  the  most  important  secret  of 
the  universe,  not  how  the  big  bang  occurred  or  what  the  top  quark 
is,  but  how  the  brain  works  in  health  and  disease.  The  future  of 
our  species  will  be  held  hostage  to  the  answer. 

I  have  indicated  in  my  written  testimony  that  the  Society  for 
Neuroscience  strongly  endorses  the  ad  hoc  group  for  medical  re- 
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search  funding  in  requesting  that  this  Senate  subcommittee  appro- 
priate $11.6  billion  for  the  National  Institutes  of  Health,  or  $1  bil- 
lion more  than  the  President's  request.  Investment  in  the  brain 
sciences  is  not  only  a  supreme  act  of  uncommon  wisdom  of  the 
human  spirit,  but  a  means  for  gaining  control  of  health  care  ex- 
penditures for  the  most  costly  disorders  of  the  human  condition. 
This  is  the  best  of  times  for  neuroscience  research.  It  must  not  be 
the  worst  of  times  for  investment  in  its  progress. 

PREPARED  STATEMENT 

The  membership  of  the  Society  for  Neuroscience  is  greatly  appre- 
ciative of  this  committee's  superb  past  support  of  the  mission  of 
neuroscience  research.  We  honor  the  covenant  forged  with  the  Con- 
gress in  our  hopes  for  the  Decade  of  the  Brain.  It  must  not  be  bro- 
ken by  failure  to  sustain  progress. 

Thank  you,  sir. 

[The  statement  follows:] 

Statement  of  Dominick  P.  Purpura,  M.D. 

Mr.  Chairman,  I  am  Dominick  P.  Purpura,  M.D.,  Professor  of  Neuroscience  and 
Dean  of  the  Albert  Einstein  College  of  Medicine,  member  of  the  National  Academy 
of  Sciences  and  Institute  of  Medicine,  and  a  Past  President  of  the  Society  for  Neuro- 
science, the  world's  largest  organization  of  scientists  and  physicians  solely  dedicated 
to  understanding  the  brain,  nervous  system  and  spinal  cord. 

The  Society  for  Neuroscience  consists  of  22,000  basic  and  clinical  brain  research- 
ers affiliated  with  universities,  hospitals  and  scientific  institutions  throughout 
North  America.  The  Society  represents  not  only  the  scientific  interests  of  its  mem- 
bership but  speaks  to  the  impact  of  brain  research  on  our  country  since  nearly  50 
million  Americans  are  afflicted  with  diseases  and  disorders  involving  the  nervous 
system.  Neuroscientists  investigate  the  molecular  and  cellular  levels  of  the  nervous 
system;  the  systems  within  the  brain,  such  as  vision  and  hearing;  and  behavior  pro- 
duced by  the  brain.  This  important  research  provides  the  basis  for  understanding 
the  medical  fields  concerned  with  treating  nervous  system  disorders.  These  medical 
specialties  include  neurology,  neurosurgery,  psychiatry  and  ophthalmology. 

Careful  analysis  has  established  that  the  cost  of  brain  disorders  to  this  nation  in 
1990  exceeded  $400  billion  in  direct  costs  for  clinical  care  and  in  lost  productivity; 
it  is  significantly  higher  today.  The  wide  prevalence  of  brain  disorders  in  the  United 
States,  together  with  the  high  annual  costs  that  exceed  the  yearly  federal  budget 
deficit,  combine  to  make  these  conditions  the  number  one  public  health  problem  now 
confronting  this  nation.  The  consequences  of  brain  disorders  contribute  to  some  of 
the  most  fundamental  and  troubling  society  problems  including  drug  and  alcohol  ad- 
dictions, the  rapid  rise  in  suicide  rate  in  our  youth,  mental  enfeeblement  of  our  el- 
derly due  to  Alzheimer's  disease  and  the  scandal  of  the  homeless  mentally  ill.  Thus, 
tens  of  millions  of  our  citizens  who  suffer  from  brain  disorders  look  to  neuro- 
scientists as  the  only  real  hope  they  have  for  future  relief  from  these  crippling  dis- 
eases. They  also  look  to  this  Subcommittee  to  appropriate  the  necessary  funds  to 
implement  the  "Decade  of  the  Brain"  and  allow  the  scientists  to  provide  the  an- 
swers, solutions  and  new  treatments  in  order  for  our  citizens  to  live  more  productive 
and  less  disabled  lives  in  the  future. 

The  young  field  of  neuroscience  has  already  made  major  contributions  to  the  wel- 
fare of  the  world's  citizens  and  their  countries.  Treatments  have  been  developed  for 
previously  hopeless  diseases,  including  Parkinson's,  major  depression  and  schizo- 
phrenia. The  biologic  basis  for  substance  abuse,  which  wracks  society,  is  now  being 
defined.  We  are  characterizing  mechanisms  underlying  learning,  memory  and  emo- 
tion; these  insights  may  help  guide  educational  reform  and  empower  all  of  our  citi- 
zens. While  these  achievements  testify  to  the  rewards  of  basic  research  investment, 
limited  resources  threaten  the  entire  biomedical  enterprise. 

It  is  the  Society  for  Neuroscience  that  has  the  primary  responsibility  for  carrying 
out  the  mandate  of  the  Joint  Resolution  of  Congress  and  the  Presidential  Proclama- 
tion in  declaring  this  to  be  the  "Decade  of  the  Brain."  We  have  made  a  superb  begin- 
ning in  implementing  the  "Decade  of  the  Brain"  Proclamation,  but  we  will  be  unable 
to  sustain  this  remarkable  scientific  progress  and  achieve  the  goals  of  the  "Decade 
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of  the  Brain"  without  selective  greater  increases  in  appropriations  from  this  Sub- 
committee for  neuroscience  research.  Only  with  increased  appropriations  signifi- 
cantly above  those  recommended  in  the  President's  fiscal  year  budget  will  the  Dec- 
ade of  the  Brain"  become  a  reality. 

The  breadth  and  scope  of  the  brain  research  encompassed  in  the  "Decade  of  the 
Brain"  transcends  and  exceeds  the  scope  of  any  single  health  science  institute  at 
NIH.  Thus,  the  Society  for  Neuroscience  requests  of  the  Senate  Appropriations  Sub- 
committee on  Labor,  Health  and  Human  Services  the  following  for  those  institutes 
which  are  making  and  have  already  made  significant  commitments  to  neuroscience 
research,  research  training  and  to  the  "Decade  of  the  Brain":  National  Institute  'of 
Neurological  Disorders  and  Stroke  (Society's  request:  $901  Million);  National  Insti- 
tute of  Mental  Health  (Society's  request:  $734.6  Million);  National  Institute  on  Deaf- 
ness and  Other  Communication  Disorders  (Society's  request:  $238  Million);  National 
Eye  Institute  (Society's  request:  $359.5  Million);  National  Institute  on  Aging  (Soci- 
ety's request:  $500  Million);  National  Institute  of  Child  Health  and  Human  Develop- 
ment (Society's  request:  $685  Million);  National  Institute  on  Alcohol  Abuse  and  Al- 
coholism (Society's  request:  $212.5  Million);  National  Institute  on  Drug  Abuse  (Soci- 
ety's request:  $407.1  Million);  and  National  Institute  of  Dental  Research  (Society's 
request:  $284  Million). 

Therefore,  we  join  with  the  Ad  Hoc  Group  for  Medical  Research  Funding,  made 
up  of  over  160  national  medical  and  scientific  societies,  voluntary  health  groups,  and 
academic  and  research  organizations  dedicated  to  the  future  of  biomedical  and  be- 
havioral research,  in  urging  strongly  that  this  Subcommittee  appropriate  $11.6  bil- 
lion for  NIH,  which  includes  the  three  institutes  recently  transferred  from  the  Alco- 
hol, Drug  Abuse  and  Mental  Health  Administration  (ADAMHA),  which  is  $1  billion 
above  the  President's  request. 

U.S.  neuroscience  leads  the  world  in  quality,  breadth,  productivity,  technological 
sophistication  and  scientific  innovation.  This  has  provided  an  essential  basis  for  im- 
portant future  biotechnical  developments  of  enormous  economic  importance.  The 
economic  promise  of  neuroscience  is  being  recognized  by  our  international  competi- 
tors in  Japan  and  Europe  who  are  beginning  to  make  significant  investments  in 
neuroscience  as  well  as  implementing  their  own  "Decades  of  the  Brain."  If  the  Unit- 
ed States  is  to  maintain  its  leading  position  in  brain  research,  it  will  require  in- 
creased appropriations  from  this  Subcommittee  to  do  so.  To  lose  our  lead  and  com- 
petitive edge  would  be  an  economic  tragedy  and  detrimental  for  the  health  of  the 
nation. 

Modern  neuroscience  is  on  the  threshold  of  making  important  scientific  break- 
throughs in  a  number  of  brain  diseases,  which  have  perplexed  clinicians  and  rav- 
aged those  affected.  This  makes  increased  investment  in  neuroscience  research  and 
the  full  implementation  of  the  "Decade  of  the  Brain,"  not  only  an  absolute  necessity 
but  among  the  highest  priorities  for  the  appropriations  made  by  this  Subcommittee. 

Senator  Kohl.  Thank  you  for  coming,  Dr.  Purpura.  There  is  no 
question  about  the  legitimacy  of  your  statement,  the  legitimacy  of 
your  need,  and  we  will  do  everything  we  can  to  maximize  funding 
for  the  Decade  of  the  Brain.  Thank  you. 

STATEMENT  OF  LINDA  LIKINS,  NATIONAL  HEAD  START  ASSOCIATION 

Senator  KOHL.  Our  next  witness  is  Linda  Likins.  She  is  from  the 
National  Head  Start  Association. 

Ms.  LiKlNS.  Thank  you,  Mr.  Chairman.  In  behalf  of  the  National 
Head  Start  Association,  I  would  like  to  thank  you  for  this  oppor- 
tunity to  appear  before  you  today. 

The  President  has  called  for  full  funding  of  Head  Start,  which  in- 
cludes a  $1.4  billion  increase  for  fiscal  year  1994.  The  Head  Start 
community  would  like  to  thank  the  administration  and  Members  of 
Congress  for  the  faith  they  have  shown  in  the  Head  Start  Program, 
including  the  attempts  to  provide  a  summer  Head  Start. 

The  Head  Start  community  is  excited  that  the  budget  provides 
for  flexibility  to  meet  the  needs  of  local  communities  and  further 
address  quality  issues  that  have  been  in  the  media  in  recent  weeks. 
During  the  1990  reauthorization,  the  National  Head  Start  Associa- 
tion brought  these  issues  to  the  attention  of  Congress  asking  for  a 
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quality  set-aside.  Congress  granted  this,  therefore  creating  a  vehi- 
cle for  a  quality  set-aside  for  future  appropriation. 

If  the  $1.4  billion  is  appropriated,  the  25-percent  quality  set- 
aside  will  continue  to  address  these  quality  issues.  Head  Start 
must  have  this  full  amount  requested  by  the  President  in  order  to 
improve  the  quality  of  programs,  serve  additional  children,  move 
toward  full  funding,  and  address  the  flexibility  needed  in  local  com- 
munities. 

The  National  Head  Start  Association  was  convening  their  na- 
tional conference  in  Indianapolis  during  the  time  that  the  summer 
Head  Start  Program  was  pulled  from  the  stimulus  package.  During 
one  of  the  training  sessions,  the  Head  Start  parent  in  tears  ex- 
pressed her  disappointment  about  not  having  a  summer  program. 
Her  3-year-old  witnessed  a  murder  last  summer,  and  she  com- 
mended the  local  Head  Start  Program  for  its  mental  health  compo- 
nent, for  providing  support  for  both  her  child  and  the  family.  Her 
tears  were  for  the  loss  of  a  summer  program  and  the  lost  oppor- 
tunity for  Head  Start  children  to  be  in  a  continued,  protected  envi- 
ronment that  would  enhance  the  child's  development  and  also  the 
family's  development. 

PREPARED  STATEMENT 

We  need  the  President's  recommended  amount  to  continue  to 
work  toward  the  goal  of  full  funding  that  would  include  summer 
Head  Start  in  the  summer  of  1994.  We  strongly  feel  that  Head 
Start  can  make  a  difference  in  the  future  of  America,  and  we  thank 
you  and  look  forward  to  your  support. 

[The  statement  follows:] 

Statement  of  Linda  Likins 

Senator  Harkin  and  Members  of  the  Labor  HHS  Appropriation  Subcommittee,  I 
am  delighted  to  be  here  today  representing  the  National  Head  Start  Association  and 
discuss  our  recommendations  for  fiscal  year  1994  Head  Start  funding.  The  National 
Head  Start  Association  (NHSA)  would  like  to  acknowledge  the  support  this  commit- 
tee has  provided  the  Head  Start  children  and  families  across  this  nation. 

Despite  the  fact  that  Head  Start  has  been  in  existence  for  28  years,  only  one  out 
of  three  eligible  children  are  receiving  services.  In  1965  the  founders  of  the  Head 
Start  program  had  great  insights  into  what  it  takes  to  make  a  successful  program 
for  poor  children  and  families.  The  Head  Start  program  has  had  many  achievements 
over  the  past  28  years  providing  more  than  13  million  children  the  basic  skills  they 
needed  for  entry  into  public  school.  Although  school  success  is  an  important  segment 
of  the  program,  Head  Start  graduates  would  not  be  successful  without  the  com- 
prehensive Head  Start  experience  for  children  and  their  families  which  includes 
health  screenings  and  follow-up,  dental,  mental  health  and  nutritional  services.  In 
addition,  parent  involvement  includes  opportunities  for  parents  to  receive  parenting 
classes  and  other  occasions  to  obtain  information  and  valuable  training  to  proceed 
toward  family  self  sufficiency.  The  parent  is  the  child's  primary  and  most  important 
teacher.  Head  Start  instills  this  concept  and  empowers  parents  to  become  their 
child's  advocate  as  the  child  enters  and  progresses  through  school. 

Since  its  inception  Head  Start  advocates  nave  had  to  deal  with  issues  that  impact 
the  quality  of  the  Head  Start  program.  NHSA  has  gone  on  record  repeatedly  calling 
attention  to  the  "quality  issues."  These  issues  included  a  need  for  the  administration 
to  provide  appropriate  staff  structure  and  adequate  staff  salaries  and  benefits.  Case 
workers  can  be  more  effective  if  their  case  loads  were  reasonable — it  is  not  unusual 
for  some  Head  Start  case  workers  to  have  more  than  100  families  assigned  to  them 
to  provide  the  comprehensive  services  mandated  by  the  Head  Start  performance 
standards.  The  quality  of  Head  Start  classrooms  is  not  easily  maintained  when 
there  is  a  high  rate  of  teacher  turnover  due  to  low  teachers'  salaries.  In  the  1990 
legislation  there  were  set  aside  funds  for  quality.  These  funds  have  just  now  started 
to  make  an  impact  after  years  of  adding  funds  only  to  increase  numbers  without 
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considering  needs  to  upgrade  low  salaries,  poor  facilities,  inadequate  equipment  and 
supplies,  and  a  deteriorating  transportation  system.  The  quality  monies,  although 
in  the  beginning  stages,  have  begun  to  make  an  impact  on  the  services  provided  tor 
children  and  their  families.  One  evidence  of  this  is  provided  in  the  increase  of  Head 
Start  teachers'  salaries.  Although  still  not  at  a  level  commensurate  with  the  respon- 
sibilities and  skill  level  of  this  staff  position,  the  average  salary  of  the  Head  Start 
teacher  has  risen  from  $11,859  in  1989  to  $15,295  in  1993.  Other  quality  improve- 
ment investments  resulting  from  the  1990  quality  set  aside  included  the  upgrading 
of  classrooms  which  entail  the  renovation  of  existing  classrooms  and  purchasing  of 
portable  units,  and  installation  and  upgrading  of  outdoor  play  areas.  Tne  1992  Head 
Start  Improvement  Act  solely  addresses  quality  issues  and  will  go  far  in  addressing 
needs  and  concerns  of  the  Head  Start  community. 

Head  Start  knows  that  it  must  provide  quality  services  to  children  and  their  fami- 
lies. We  cannot  do  it  with  costs  per  child  that  force  us  into  leaky  and  overcrowded 
facilities,  that  will  not  allow  us  to  recruit  and  retain  quality  staff,  that  force  us  to 
limit  our  hours  and  days  of  operation,  that  reduce  our  staffing  levels  so  that  a  single 
case  worker  is  handling  hundreds  of  families,  many  of  whom  have  a  complex  set 
of  needs  that  take  an  intense  amount  of  services.  Head  Start  works.  It  works  for 
many  reasons  but  it  can  not  work  for  those  children  and  families  that  don't  have 
the  opportunity  to  participate  in  a  quality  program. 

A  recent  study  by  the  U.S.  Department  of  Education  found  that  Head  Start  pro- 
grams are  much  more  likely  than  other  early  childhood  programs  to  provide  com- 
prehensive services.  It  also  found  that  Head  Start  programs  are  more  likely  to  meet 
national  accreditation  standards  for  good  quality  early  childhood  programs  than 
many  other  early  childhood  and  child  care  programs. 

During  the  1990  Head  Start  reauthorization,  Head  Start  was  authorized  to  in- 
crease to  $7.66  billion  by  1994.  Currently  the  funding  level  for  Head  Start  is  at  $2.8 
billion.  The  President  is  recommending  an  increase  of  $1,374  billion  for  fiscal  year 
1994  which  places  Head  Start  funding  at  $4,150  billion.  Obviously,  this  does  not 
meet  the  original  proposal.  Given  the  pressures  the  national  deficit  has  placed  on 
Congress  and  this  country,  and  the  need  for  Head  Start  to  systematically  progress 
toward  full  funding  allowing  programs  to  strategically  plan  for  growth,  the  Head 
Start  community  supports  the  increase  offered  in  the  President's  budget. 

Big  business  can  not  properly  experience  growth  and  expansion  without  using  the 
information  from  their  consumers  to  meet  their  existing  needs.  Head  Start  must 
have  the  flexibility  to  meet  the  needs  in  their  local  communities  as  reflected  in  the 
community  needs  assessments.  This  would  include  the  flexibility  to  exercise  the  op- 
tion of  using  Head  Start  funds  to  provide  services  for  full  day/full  year  and  younger 
children.  Although  the  1990  legislation  includes  a  provision  for  the  allowable  use 
of  Head  Start  funds  for  full  day,  administration  has  supported  the  use  of  wrap 
around  funding,  rather  than  the  use  of  Head  Start  funds  to  expand  the  day  and 
year.  Wrap  around  policies  have  led  to  several  problems  including:  increased  com- 
petition with  local  child  care  providers  over  limited  funds,  and  difficulty  in  putting 
diverse  funding  streams  together,  particularly  where  comprehensive  services  are  not 
the  program  goal. 

Using  the  same  analogy,  businesses  need  lead  time  to  plan  their  expansion.  Head 
Start  programs  also  need  quality  planning  time  to  produce  quality  expansion.  In  the 
past,  federal  regional  offices  have  set  the  timelines  for  program  expansion  to  meet 
the  needs  to  fulfill  numbers.  This  does  not  allow  programs  sufficient  time  to  ade- 
quately plan  for  program  expansion  and  development. 

As  Head  Start  Programs  become  an  integral  part  of  the  early  childhood  and  fam- 
ily service  delivery  system,  there  are  greater  needs  to  collaborate  with  other  federal 
programs.  This  becomes  increasingly  difficult  due  to  the  variance  in  income  eligi- 
bility guidelines.  The  National  Head  Start  Association  strongly  supports  the  in- 
crease of  the  eligibility  guidelines  to  133  percent  of  poverty.  The  working  poor  at 
the  borderline  of  poverty  need  to  be  eligible  for  Head  Start.  There  is  great  variation 
in  the  cost  of  living  throughout  this  country  and  the  poverty  guidelines  must  reflect 
such.  If  income  eligibility  did  change,  Head  Start  programs  would  still  have  the  pri- 
ority of  enrolling  those  most  in  need.  Head  Start  has  the  most  stringent  of  all  eligi- 
bility guidelines  of  all  federal  programs  for  low-income  families.  A  child  eligible  for 
WIC  or  free  lunch  may  be  over  income  for  the  Head  Start  program.  If  we  are  to 
maximize  the  federal  dollar,  we  need  to  be  consistent  with  the  guidance  being  used 
for  program  participation. 

It  is  most  critical  to  the  success  of  the  program,  particularly  in  light  of  the  quality 
issues,  that  sufficient  federal  staff  is  involved  in  the  monitoring  and  oversight  of 
local  programs.  Little  attention  has  been  paid  to  the  need  to  expand  federal  staff 
as  the  programs  at  the  local  level  grow.  Knowledgeable  and  competent  federal  staff 
need  to  be  available  to  assist  program  staff  in  this  expansion  as  they  strive  for  cost 
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effective  and  efficient  means  to  operate  ever  changing  programs.  Federal  staff  is 
also  a  key  in  the  timeliness  and  appropriateness  of  processing  grant  applications. 

In  summary,  NHSA  makes  the  following  recommendations: 

One,  the  Head  Start  community  supports  the  fiscal  year  1994  budget  proposed  by 
President  Clinton  at  $4,150  billion  with  a  goal  of  full  funding  by  1999. 

Two,  Head  Start  recommends  that  flexibility  is  granted  to  local  Head  Start  pro- 
grams in  the  implementation  of  expansion  funds.  This  is  in  the  area  of  full  day/full 
year  programming,  services  to  younger  children  and  the  planning  and  implementa- 
tion of  the  overall  expansion  effort  based  on  the  needs  of  the  community.  This  also 
includes  the  need  for  programs  to  set  timelines  based  on  the  resources  and  planning 
initiatives  of  their  community. 

Three,  the  National  Head  Start  Association  supports  the  increase  of  Head  Start 
income  eligibility  guidelines  to  133  percent  of  the  poverty  line. 

Four,  increase  support  for  federal  staff  in  the  oversight  and  technical  assistance 
of  local  Head  Start  programs. 

Mr.  Chairman  we  understand  the  difficulties  your  committee  faced  this  year.  We 
wish  you  success  and  support  in  your  decisions. 

Senator  Kohl.  Thank  you  very  much,  Ms.  Likins. 

Ms.  Likins,  you  mentioned  the  need  for  technical  assistance  and 
the  issue  of  quality.  Both  of  these  topics  will  receive  attention  in 
the  coming  years.  How  have  the  set-asides  in  the  law  for  quality 
and  cost-of-living  adjustments  impacted  on  local  Head  Start  pro- 
grams? 

Ms.  Likins.  In  terms  of  salary,  before  the  last  appropriation,  the 
average  Head  Start  teacher's  salary  was  around  $10,000.  This  had 
created  a  great  staff  turnover  affecting  the  quality  of  services  pro- 
vided for  Head  Start  programs.  This  quality  set-aside  has  increased 
those  average  salaries  to  approximately  $14,900,  which  is  not  a 
great  salary,  but  it  is  certainly  an  improvement.  We  see  the  staffs 
salaries  headed  in  the  right  direction.  We  have  also  seen  improve- 
ment in  our  transportation  system  and  in  the  quality  of  facilities 
that  are  being  provided  for  Head  Start  programs. 

Senator  Kohl.  Thank  you  very  much,  Ms.  Likins. 

We  thank  this  panel.  Appreciate  your  being  here. 

STATEMENT  OF  DAVID  J.  BRUGGER,  PRESIDENT,  THE  ASSOCIATION 
OF  AMERICA'S  PUBLIC  TELEVISION  STATIONS 

Senator  Kohl.  On  our  second  panel,  we  have  David  J.  Brugger, 
James  Yee,  John  Schott,  and  Judy  Jankowski.  Our  first  witness  is 
David  Brugger,  who  is  from  the  Association  of  America's  Public 
Television  Stations.  Mr.  Brugger. 

Mr.  BRUGGER.  Thank  you,  Mr.  Chairman.  We  appreciate  your 
past  support  of  public  television  and  are  glad  that  you  are  hearing 
so  many  witnesses  with  whom  we  work  at  the  local  level,  whether 
it  is  Head  Start  or  other  community  organizations. 

I  think  that  shows  that  public  television  isn't  just  television. 
More  importantly,  we  are  349  local  telecommunication  centers  who 
are  providing  education  and  information  needs  to  many  of  the  com- 
munities in  this  country.  We  use  video,  audio,  data,  graphics,  and 
text.  We  deliver  that  service  by  broadcast,  by  satellite,  by  cable, 
telephones,  interactive  video  disks,  telecomputing,  and  the  only 
thing  that  is  limiting  us  is  the  lack  of  financial  resources,  not  tal- 
ent, not  know-how,  and  not  technology.  Our  reach  and  access  are 
unrivaled,  not  just  for  the  haves  but  for  the  have-nots.  It  doesn't 
matter  whether  it  is  the  150  million  people  at  home,  or  the  30  mil- 
lion schoolchildren  in  grades  K-12,  or  the  300,000  adults  taking 
college  courses  each  semester  through  public  television.  Captioning 
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and  video  describing  are  also  available  through  this  programming 
for  the  visually  and  hearing  impaired. 

Federal  support  remains  essential  for  these  current  services. 
Public  stations  are  raising  $5  to  $6  locally  for  every  Federal  dollar. 
They  are  matching  those  dollars  because  the  Federal  Government 
is  putting  up  that  money,  and  that  is  what  makes  the  challenge 
grant  to  those  local  sources. 

Our  current  funding  takes  care  of  our  current  services.  We  are 
asking  for  additional  funds  because  we  want  to  contribute  more  to 
math  and  science  competency  in  this  country  with  a  special  chan- 
nel for  learning  and  teaching  math.  We  want  to  contribute  to  adult 
literacy  by  letting  adults  in  the  privacy  of  their  own  homes  learn 
how  to  read  while  the  local  stations  help  to  mobilize  mentors  to 
help  them.  We  want  to  contribute  to  job  training  by  working  with 
business  and  educators  to  get  video-based  instruction  out  to  many 
of  the  people  who  need  the  retraining  in  this  society.  We  want  to 
work  and  do  programming  for  preschoolers  and  train  day  care 
workers  through  the  Head  Start  Program  and  through  ready  to 
learn  initiatives.  We  are  also  working  and  want  to  do  more  in 
adapting  all  of  the  new  technologies  to  education. 

We  are  requesting  $360  million  for  the  Corporation  for  Public 
Broadcasting  for  1996.  That  helps  us  start  matching  those  Federal 
dollars.  The  $50  million  would  oe  used  for  the  existing  infrastruc- 
ture services  that  I  have  just  mentioned.  We  are  also  requesting 
fiscal  year  1994  appropriations  of  $50  million  for  the  Star  Schools 
Program,  the  authorized  $25  million  for  the  Ready  to  Learn  Act, 
and  the  authorized  $10  million  for  the  Access  and  Equity  to  Edu- 
cation and  the  Higher  Education  Act. 

PREPARED  STATEMENT 

On  a  final  note,  I  wanted  to  invite  you  to  a  technology  fair  that 
we  are  having  in  the  Rayburn  Building  foyer  next  Monday  through 
Wednesday.  It  is  really  exciting  stuff,  and  it  shows  all  of  the  inter- 
active technology  we  are  using  and  how  we  are  developing  and 
using  this  technology  for  educational  purposes. 

Thank  you. 

[The  statement  follows:] 

Statement  of  David  J.  Brugger 

UNIQUE  OPPORTUNITIES  FROM  USING  PUBLIC  TELEVISION 

Public  television  is  more  than  television:  it  is  an  institution  consisting  of  349  local 
community  based  telecommunications  centers,  many  organized  into  state  networks. 
These  centers,  financed  largely  by  their  local  communities,  possess  the  expertise  to 
use  the  most  appropriate  technology  to  serve  each  community's  educational  and  in- 
formational needs:  video  and  audio,  data,  graphics  and  text;  delivered  by  broadcast, 
cable,  microwave,  telephone  lines,  computer  disk,  telecomputing,  interactive  video- 
disc, print  or  in  person;  and  complemented  with  support  materials  to  aid  their  effec- 
tive use  with  teachers,  parents  and  students.  They  are  limited  by  financial  re- 
sources, not  talent,  know -now  or  access  to  technology. 

USING  PUBLIC  TELEVISION'S  TELECOMMUNICATIONS  AND  TECHNOLOGY  TO  EDUCATE 

AND  TRAIN  A  COMPETHTVE  NATION 

Public  television's  reach  and  access  are  unrivaled.  Public  television  can  reach  out 
to  all  Americans,  offering  equal  access  to  lifelong  learning — the  "haves"  and  the 
"have-nots,"  urban  populations  and  rural  citizens,  the  "underserved,"  the  "unserved" 
and  cultural  minorities.  Ninety-eight  percent  of  U.S.  television  households  receive 
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free,  educational  programming;  150  million  people  watch  each  month;  30  million  K- 
12  students  in  3  out  of  4  schools  have  access  to  instructional  programming;  and  2 
out  of  3  colleges  enroll  a  total  of  300,000  college  students  per  semester  in  telecourses 
for  credit  through  their  local  stations.  Through  captioning  and  video  describing,  this 
programming  is  also  available  to  the  hearing  and  visually  challenged. 

The  institution's  production  resources  include  stations  from  every  region  of  the 
country,  educational  institutions,  independent  producers  and  minority  producing 
consortia,  each  of  which  contributes  to  a  diversity  in  points  of  view. 

What  unusual  characteristics  does  public  television  bring  to  the  challenge? 

Educational  programming  is  more  than  instructional  video  for  the  classroom. — 
The  strength  of  public  television  is  its  ability  to  reach  those  who  need  and  want  to 
learn  wherever  they  may  be,  whatever  their  age,  and  whatever  their  interest  in 
learning.  Educational  programming  services  inform  their  audiences,  improve  their 
understanding  of  issues  and  their  context,  provide  specific  information  and  skills, 
or  stimulate  further  learning.  They  may  consist  of  primetime  programming  watched 
by  an  entire  family  in  the  home,  interactive  programming  used  in  a  business  or 
community  center  setting,  or  instructional  programming  to  be  used  in  the  classroom 
with  special  materials  to  assist  teacher,  parent  and  student.  For  education  to  be 
available  to  all,  it  must  be  delivered  in  many  ways. 

Partnerships  addressing  major  community  educational  problems. — Public  tele- 
vision partnerships  with  community  groups  use  public  television  as  a  centerpiece  for 
community  action  on  problems  such  as  inadequate  educational  achievement,  drug 
abuse,  illiteracy,  insufficient  support  for  family  values,  child  abuse,  and  more.  Pub- 
lic television  programming  and  community  activities  increase  citizen  awareness  of 
community  issues. 

OUTCOMES  FROM  FEDERAL  FUNDING 

Federal  support  remains  essential  to  preserving  universal  access  to  the  opportunity 
for  lifelong  learning  through  a  high  quality  noncommercial  television  service. — Public 
television  stations  match  every  federal  dollar  with  five  to  six  dollars  from  other 
sources,  yet  the  federal  dollars  remain  essential  as  the  challenge  to  other  funding 
sources  and  as  the  source  for  unrestricted  funds  which  can  be  spent  on  program- 
ming. 

Federal  funding  also  assures  programs  reach  their  full  educational  potential — 
through  "multiversioning"  (finding  new  ways  to  package  existing  materials  so  they 
are  most  useful  to  different  age  groups)  and  through  adapting  new  technologies  to 
achieve  educational  purposes.  Appropriate  levels  of  funding  will  offer  the  oppor- 
tunity for  stations  serving  all  communities — from  inner  city  to  rural  areas — to  be- 
come actively  involved  in  making  their  communities  aware  of  programming,  in 
working  with  them  to  use  the  programming  in  educational  ways  and  to  assist  teach- 
ers in  extending  their  use  effectively  in  the  classroom. 

Additional  funds  are  requested  through  the  Corporation  for  Public  Broadcasting 
to  allow  public  television  to  assist  in  addressing  pressing  national  educational  chal- 
lenges. Public  television  is  prepared  to  embark  on  targeted  activities  in  support  of 
the  national  educational  agenda  articulated  by  Congress,  the  Administration  and 
the  nation's  governors.  In  fact,  by  the  end  of  this  year,  as  a  result  of  federal  funding 
PBS  will  deploy  Telstar  401,  a  PBS  satellite  that  will  provide  40-80  dedicated  chan- 
nels. None  of  these  opportunities  can  be  pursued,  however,  without  the  essential 
basic  funding  for  current  services. 

Contributing  to  math  and  science  competency. — Additional  funds  will  allow  public 
television  to  develop  new  instructional  television  programming  for  elementary  and 
secondary  schools  to  use  in  meeting  national  educational  goals,  both  for  use  in  the 
schools  and  at  home,  as  Where  in  the  World  is  Carmen  Sandiego?  did  for  geography. 
PBS  is  also  developing,  with  the  nation's  math  educators,  a  Math  Service — a  full 
schedule  of  programming  and  support  materials  for  teaching  and  learning  mathe- 
matics. 

Contributing  to  adult  literacy. — With  increased  funds,  public  television  can  expand 
efforts  to  encourage  and  motivate  adults  to  learn  to  read  and  then,  through  tele- 
vised classes,  provide  the  necessary  teaching  in  the  privacy  of  their  own  homes.  Also 
using  public  television,  local  stations  can  mobilize  volunteers  to  assist  in  the  per- 
sonal mentoring  which  is  so  important  to  adult  literacy  training.  Project  Literacy 
US,  (PLUS),  in  its  fifth  year,  has  made  a  measurable  difference  in  assisting  those 
needing  literacy  training. 

Job  training. — Public  television's  cooperative  work  with  business  and  education 
leaders  to  use  videobased  vocational  and  instructional  courses  to  train  workers, 
teachers  and  demobilized  military  personnel  can  be  expanded  with  additional  funds. 


376 

Training  can  be  conveyed  directly  to  the  workplace  or  other  sites,  as  PBS  and  sta- 
tions are  already  doing  in  selected  cities  through  The  Business  Channel. 

Preparing  children  to  learn. — Public  television  can  develop  programming  for  pre- 
schoolers and  training  daycare  providers  through  Head  Start  programs  and  "Ready 
to  Learn"  initiatives,  particularly  since  there  has  been  a  33  percent  increase  in  the 
past  year  in  preschool  viewing  of  public  television  programming.  The  work  initiated 
by  CPB,  PBS,  South  Carolina  ETV,  Sesame  Street  and  Mister  Rogers'  Neighborhood 
would  be  expanded  nationwide. 

Enhancing  educational  use  of  technologies. — Public  television  adapts  new  tech- 
nologies for  educational  use;  makes  them  accessible  to  schools,  teachers  and  learn- 
ers; creates  programs  that  expand  the  use  of  interactive  educational  technologies; 
and  trains  teachers  to  use  these  new  technologies  effectively.  Technological  ad- 
vances have  had  a  major  impact  in  increasing  the  educational  effect  of  television. 
Merely  one  example  is  the  intriguing  interactive  version  of  The  MacNeil/Lehrer 
NewsHour  which  has  been  developed  in  conjunction  with  Apple.  Learners  can  watch 
full  frame  video  and  then  explore  topics  raised  in  the  news  program  through  inter- 
active video  and  databases. 

PUBLIC  TELEVISION'S  FUNDING  REQUESTS 

America's  Public  Television  Stations  are  requesting  an  appropriation  of  $360  mil- 
lion for  the  Corporation  for  Public  Broadcasting  for  fiscal  year  1996,  which  is  nec- 
essary to  maintain  current  services  and  to  begin  to  make  contributions  in  the  other 
identified  areas  of  pressing  national  concern.  The  appropriation  would  contribute  to 
meeting  national  educational  objectives  through  local  public  television  and  radio  sta- 
tions, and  permit  radio  to  pursue  additional  services  for  minority  audiences,  rural 
audiences  and  audiences  in  currently  unserved  areas. 

Of  this  request,  $50  million  is  sought  to  use  the  existing  public  telecommuni- 
cations infrastructure  for  new  and  innovative  initiatives  in  delivering  education  and 
community  services,  to  include:  programs  that  prepare  children  to  learn;  programs 
that  prepare  childcare  providers  for  a  greater  role  in  pre-school  education;  programs 
that  encourage  the  growth  of  a  literate  society;  programs  that  train  teachers  to  use 
new  technologies;  new  instructional  programming  for  use  in  homes  and  schools,  par- 
ticularly to  achieve  math  and  science  competency;  and  making  services  with  new 
technologies  more  accessible  to  schools  and  teachers. 

REQUESTS  IN  DEPARTMENT  OF  EDUCATION  BUDGET 

America's  Public  Television  Stations  are  requesting  fiscal  year  1994  appropria- 
tions of:  $50  million  for  the  Star  Schools  program;  the  authorized  $25  million  for 
the  Ready  to  Learn  Act;  and  the  authorized  $10  million  for  the  Access  and  Equity 
to  Education  for  All  Americans  through  Telecommunications  program. 

Senator  Kohl.  Thank  you  very  much,  Mr.  Brugger.  I  will  make 
an  attempt  to  get  there  next  week. 

Mr.  Brugger.  Thank  you. 

Senator  Kohl.  Mr.  Brugger,  last  year  the  subcommittee  was  un- 
able to  fund  newly  authorized  programs  due  to  our  budgetary  con- 
straints, as  you  know.  Would  you  support  funding  these  new  pro- 
grams even  if  it  meant  cutting  funding  in  existing  programs? 

Mr.  Brugger.  I  don't  think  that  would  help  to  cut  back  on  the 
existing  programs  because  of  the  need  to  make  maximum  use  of 
the  infrastructure.  It  is  very  important,  if  we  are  going  to  raise  the 
local  dollars,  to  have  that  continued  funding  for  the  existing  pro- 
grams. 

Senator  Kohl.  If  you  had  to  make  a  choice  now — clearly,  we  are 
not  going  to  get  all  the  funding  I  would  like  and  you  would  like. 
But  if  you  had  to  make  a  choice  between  continuing  to  fund  exist- 
ing programs  or  cutting  these  programs  so  that  we  can  fund  some 
of  the  new  programs,  recognizing  thaL  you  do  have  to  make  a 
choice,  what  would  you  recommend  to  us?  Not  easy. 

Mr.  Brugger.  It  is  a  tough  decision  to  make,  and  I  guess  that 
I  would  try  to  look  at  more  efficient  ways  I  guess  to  use  the  exist- 
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ing  resources  we  had  and  see  if  we  can  develop  other  kinds  of  chal- 
lenge grants  for  the  newer  programs. 
Senator  Kohl.  All  right.  Thank  you  very  much,  Mr.  Brugger. 

STATEMENT  OF  JAMES  YEE,  NATIONAL  MINORITY  PUBLIC  BROAD- 
CASTING  CONSORTIA 

Senator  Kohl.  Our  next  witness  is  James  Yee  from  the  National 
Minority  Public  Broadcasting  Consortia.  Mr.  Yee. 

Mr.  Yee.  Good  morning.  Thank  you. 

We  come  to  the  Senate  as  a  consortia  of  five  national  organiza- 
tions representing  the  collective  and  distinct  voices  in  public  tele- 
vision on  behalf  of  the  interests  and  needs  of  America's  major  mi- 
nority communities.  Our  consortia  represents  26  percent  of  the  Na- 
tion's population  of  racial  minority  Americans. 

Over  the  past  14  years,  the  consortia  has  provided  funding  sup- 
port to  over  625  minority  and  multicultural  productions. 

Our  request  to  the  Senate  is  simple  and  direct.  We  ask  that  the 
Senate  allocate  the  funds  to  implement  the  congressional  mandates 
that  have  been  articulated  time  and  again  to  CPB  to  provide  sig- 
nificantly more  money  to  the  National  Minority  Consortia  and  to 
the  newly  created  multicultural  program  fund. 

As  nonprofit  telecommunications  entities,  the  minority  consortia 
holds  a  unique,  advantageous  position  to  address  national  concerns 
and  local  issues  through  quality  community  outreach  programs  and 
broadcast  services  as  articulated  in  the  1991  Public  Telecommuni- 
cations Act.  Moreover,  we  have  a  demonstrated,  proven  track 
record  addressing  this  mandate  since  the  1970's  and  early  1980's. 

Like  Mr.  Brugger,  we  also  support  the  $360  million  fiscal  year 
1996  request  being  made  by  the  Corporation  for  Public  Broadcast- 
ing. However,  there  is  nothing  specific  in  the  CPB  budget  justifica- 
tion which  indicates  that  it  has  any  substantive  plans  to  carry  out 
the  congressional  intent  with  regard  to  the  minority  consortia  and 
the  multicultural  fund,  even  though  CPB  is  requesting  a  $67  mil- 
lion increase  over  last  year's  appropriation. 

We  request  that  this  committee  make  the  following  specific  allo- 
cations within  whatever  amount  is  appropriated  to  CPB  for  fiscal 
year  1996. 

A  minimum  of  $12  million  to  the  multicultural  fund  for  new  mi- 
nority and  multicultural  productions  and  program  outreach  serv- 
ices. This  compares  to  the  current  $3  million  allocation  that  has 
been  in  place  for  the  past  4  years. 

A  minimum  of  $3  million  allocated  to  the  National  Minority  Con- 
sortia compared  with  the  current  allocation  of  $1.2  million,  and 
these  new  additional  dollars  would  be  used  for  further  outreach 
and  audience  development  in  addition  to  our  present  broadcast  pro- 
gramming services. 

Our  request  of  a  minimum  of  $15  million  allocation  represents 
only  4  percent  of  the  $360  million  requested  by  CPB. 

CPB  has  spoken  time  and  again  of  investing  in  education,  com- 
munity services,  and  expansion.  These  are  laudatory  goals  which 
we  certainly  share,  but  we  also  insist  that  these  ambitious  efforts 
reflect  and  incorporate  our  communities  and  families  and  youth  be- 
yond the  lip  service  and  mission  statements  that  have  been  articu- 
lated time  and  again  by  CPB  and  PBS. 
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It  is,  therefore,  logical  that  Congress  compel  CPB  to  significantly 
increase  its  support  for  minority  programming,  capacity  building 
services,  and  minority  audience  development.  It  is  very  clear  to  us 
that  CPB  requires  the  guidance  and  the  urging  of  the  Senate  Ap- 
propriations Committee  to  ensure  full  compliance  with  congres- 
sional intent  to  develop  the  appropriate  resources  to  any  and  all  fu- 
ture minority  initiatives. 

Public  television  as  a  whole  since  the  1980's  has  experienced  a 
100-percent  increase  of  its  budget  during  this  period  of  time.  At  the 
same  time,  the  funding  disparity  continues  to  exist  with  regard  to 
the  minority  consortia  and  to  the  multicultural  fund  which  we 
think  seriously  undermines  the  spirit  of  our  relationship  with  CPB 
and,  for  that  matter,  with  the  rest  of  the  public  broadcasting  com- 
munity. This  continues  despite  the  current  talk  about  new  partner- 
ships and  rhapsodizing  about  cultural  diversity  and  changing 
America. 

In  CPB's  appropriation  request  for  fiscal  year  1996,  we  also 
noted  that  the  corporation  speaks  to  the  future  of  new  technologies 
that  will  provide  expanded  capacity  for  public  broadcasting  to  do 
its  job  in  enhancing  educational  and  community  services.  To  this 
end,  my  colleagues  and  I  fully  support  our  own  initiatives  for  the 
establishment  of  a  Latino  education  channel,  the  American  Indian 
radio  on  satellite  network,  and  the  American  Indian  higher  edu- 
cation telecommunications  projects. 

Finally,  I  would  like  to  say  in  closing  that  public  TV  I  think  has, 
on  the  whole,  done  a  good  job  in  positioning  itself  as  the  bearer  of 
culture.  We  have  seen  many  hours  of  Pavarotti  and  Baryshnikov, 
of  opera,  and  other  forms  of  American  art.  They  have  also  been 
somewhat  successful  in  balancing  this  menu  with  programs  that 
look  at  salsa  and  rap,  African  dance,  Asian,  Pacific,  and  native 
American  cultures.  What  is  missing  we  feel  are  programs  to  help 
us  to  implement  and  empower  our  communities  through  self-defini- 
tion, production,  and  implementation,  programs  that  promote 
cross-cultural  participation  awareness,  works  that  show  light  rath- 
er than  darkness. 

PREPARED  STATEMENT 

It  is  not  enough  to  merely  present  these  programs  on  the  air,  but 
in  many  cases  they  must  be  shown  in  community  settings  with 
built-in  outreach  initiatives  designed  to  invite  full  participation 
from  the  communities  we  serve.  Crucial  to  the  future  of  public 
broadcasting  is  full  recognition  of  these  myriad  of  voices  not  just 
through  the  presentation  of  programs  about  these  groups,  but 
through  an  acceptance  and  a  partnership  of  these  voices  speaking 
for  themselves.  Additional  support  from  the  Senate  will  help  the 
consortia  to  work  with  public  television  to  begin  fully  serving  all 
Americans  in  this  remaining  decade  and  the  next  century  to  come. 

Thank  you. 

[The  statement  follows:] 

Statement  of  James  Yee 

We  come  to  the  Senate  as  a  Consortia  of  five  national  organizations,  representing 
the  collective  and  diverse  distinctive  voices  in  public  television  on  behalf  of  the  in- 
terests, needs  and  concerns  of  America's  major  ethnic  minorities.  We  collectively 
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represent  26  percent  of  the  nation's  population:  30  million  African  Americans,  over 
22  million  Latinos,  over  7  million  Asian  Americans  and  Pacific  Islanders,  and  over 
2  million  Native  Americans. 

Over  the  past  fourteen  years  the  Consortia  has  provided  funding  support  to  over 
625  minority  and  multicultural  projects.  The  consortia  has  provided  training,  work- 
shops, community  forums  and  exhibitions,  educational  services  and  outreach 
through  the  establishment  of  film/video  archives  which  are  made  available  to 
schools/universities,  libraries,  museums  and  community  organizations  as  well  as  to 
public  television.  We  are  able  to  leverage  the  small  amount  of  CPB  funds  we  receive 
to  obtain  non-federal  funds. 

We  are  true  to  the  spirit  and  intent  of  legislation  which  created  the  Corporation 
for  Public  Broadcasting,  because  we  represent  those  voices  that  would  otherwise  not 
be  seen  and  heard  on  public  television  and  radio. 

Our  request  is  simple  and  direct:  that  you  allocate  funds  to  implement  the  Con- 
gressional mandates  given  CPB  to  provide  significantly  more  money  to  the  National 
Minority  Public  Broadcasting  consortia  and  the  Multicultural  Program  Fund. 

Acknowledging  the  disproportionately  few  people  of  color  in  actual  production  and 
policy  decision-making  positions  within  the  public  broadcasting,  CPB  seeded  the  Mi- 
nority Consortia  program  service.  However,  the  funds  have  always  been  minimal  to 
the  Minority  Consortia  that  averages  $250,000  per  consortium  to  serve  public  tele- 
vision and  their  respective  communities.  Even  the  recently-created  (1989) 
Multicultural  Program  Fund  remains  flat  funded  at  $3  million  while  other  similar 
CPB  program  areas  have  experienced  increases  in  their  budgets. 

As  non-profit  public  telecommunications  entities,  we  hold  a  unique  advantageous 
position  to  "address  national  concerns  and  local  issues  through  community  outreach 
programs  and  broadcast  services"  as  articulated  in  the  1991  Public  Telecommuni- 
cations Act.  Moreover,  we  have  a  demonstrated,  proven  track  record  addressing  this 
mandate. 

Appropriation  request. — We  recognize  the  very  real  budget  constraints  under 
which  this  Subcommittee  is  functioning.  We  support  the  $360  million  fiscal  year 
1996  budget  request  made  by  CPB.  However,  there  is  nothing  specific  in  the  CPB 
budget  justification  which  indicates  that  it  has  any  plans  to  carry  out  Congressional 
intent  with  regard  to  the  Minority  Consortia  and  the  Multicultural  Fund,  even 
though  it  is  requesting  a  $67  million  increase  over  last  year's  appropriation. 

We  request  that  this  Committee  make  the  following  specific  allocations  within 
whatever  amount  is  appropriated  for  CPB  for  fiscal  year  1996. 

A  minimum  of  $12  million  to  the  Multicultural  Program  Fund  for  new  minority 
and  multicultural  programs,  with  increases  in  the  out-years  commensurate  with 
CPB  increases;  this  compares  with  the  current  discretionary  $3  million  allocation 
that  has  been  in  place  for  the  past  5  years.  The  funding  the  Consortia  Members  re- 
ceive from  the  Program  Fund  ($1  million)  is  subgranted  to  independent  producers 
for  research,  training  and  development  on  minority  projects. 

A  minimum  of  $3  million  allocated  to  the  National  Minority  Consortia  represent- 
ing Native  Americans,  African  Americans,  Latino,  Pacific  Islander,  and  Asian  Amer- 
ican concerns,  with  out-years  commensurate  with  CPB  increases;  this  compares 
with  the  current  discretionary  $1.2  million  allocation.  These  monies  are  primarily 
used  for  outreach  programs  and  services  to  address  community  issues. 

Below  are  the  mandates  given  to  CPB  by  the  Senate  and  House  authorizing  com- 
mittees, which  apply  to  fiscal  year  1996  funding  and  the  language  from  last  year's 
House  Appropriations  Committee  report: 

Senate  Report  102-221 — "The  need  for  programming  addressing  those  audiences 
(African  American,  Hispanic,  Native  American,  Asian)  including  foreign  language 
programming,  should  be  a  primary  concern  of  public  radio  and  television  stations 
and  the  CPB.  The  appropriations  to  the  CPB  have  increased  significantly  in  the  re- 
cent years,  and  the  Committee  expects  the  CPB  and  the  stations  to  increase  their 
commitment  to  programs  addressing  the  needs  of  the  minorities.  The  CPB  also 
should  ensure  that  the  Minority  Consortia  have  a  voice  in  the  administration  of  the 
Minority  Program  Fund." 

House  Report  102-708,  House  Appropriation  Committee  (Public  Law  102-101) — 
"The  Committee  is  concerned  that  the  Minority  Consortia  and  the  Program 
Funds  *  *  *  have  received  only  modest  funding  increases,  and  expect  the  Corpora- 
tion for  Public  Broadcasting  to  significantly  increase  the  funding  for  these  activi- 
ties." 

Our  request  of  a  minimum  $15  million  allocation  would  represent  4  percent  of  the 
$360  million  requested  by  CPB,  or  5  percent  of  the  $292.6  million  CPB  allocation 
for  fiscal  year  1995.  The  current  funding  level  for  the  nation's  Multicultural  Pro- 
gram Fund  and  the  Minority  Consortia  combined  is  less  than  2  percent  of  the  fed- 
eral appropriations  for  CPB. 
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In  the  past  three  years,  nearly  $9  million  have  been  given,  mainly  in  the  form 
of  production  grants  to  independent  minority  producers  to  develop  programs  about 
America's  multicultural  community  and  experience.  These  modest  funds  have  made 
a  critical  difference  in  either  jump-starting  a  production,  or  bringing  productions 
that  have  been  struggling  to  full  completion.  Among  the  programs  that  were  funded 
and  broadcast  on  national  public  television  are:  Days  of  Waiting  (winner  of  a  1992 
Academy  Award  and  Peabody  Award  for  Journalism);  Troubled  Paradise — a  PBS 
Special;  La  Pastorela — Great  Performances;  A  Bowl  of  Beings — Great  Performances; 
Stories  From  El  Salvador — PBS  Special;  Simple  Justice — American  Experience; 
Daughters  of  the  Dust — American  Playhouse;  In  the  White  Man's  Image — American 
Experience;  and  Last  Stand  at  Little  Big  Horn — American  Experience. 

These  accomplishments  are  testimonial  to  the  originality  and  richness  of  our  na- 
tion's multicultural  history  and  contributions  by  America's  ethnic  and  racial  minor- 
ity communities.  But  programs  about  our  cultural  and  racial  diversities  remain  few 
and  far  between  when  you  consider  the  amount  of  total  programming  hours  on  pub- 
lic television. 

CPB  speaks  of  investing  in  education,  community  services  and  expansion.  These 
are  laudatory  goals  which  we  certainly  share.  But  we  insist  these  ambitious  efforts 
reflect  and  incorporate  our  communities,  families  and  our  youth  beyond  lip  service 
in  mission  statements. 

Our  organizations  serve  five  target  audiences  for  CPB,  audiences  representing 
over  a  quarter  of  our  nation's  population.  The  need  for  community  outreach  and 
cross-cultural  communication  is  greater  than  ever.  It  is  therefore  only  logical  that 
Congress  would  compel  CPB  to  significantly  increase  its  support  for  minority  pro- 
gramming, capacity  building  services  and  minority  audience  development. 

Congressional  mandate. — It  is  very  clear  to  us  that  CPB  requires  the  guidance 
and  urging  of  the  Senate  Appropriation  Committee  to  insure  full  compliance  with 
Congressional  intent,  i.e.  to  devote  the  appropriate  resources  to  the  Multicultural 
Program  Fund  and  the  Minority  Consortia. 

The  1988  and  1992  reports  accompanying  the  reauthorization  of  the  Public  Broad- 
casting Act  cited  the  "woefully  inadequate  amount  of  funding  for  the  consortia  or- 
fanizations,  its  services  and  mandated  the  establishment  of  a  Minority  Program 
und.  Yet  funding  for  the  Consortia  is  constantly  proportionately  small.  Until  1991 
a  mere  $800,000  total  was  allocated  and  increased  only  when  the  Pacific  Islanders 
Consortium  was  established;  each  Consortium  then  received  a  long  overdue  increase 
of  $50,000.  To  better  serve  our  growing  communities,  we  must  bring  more  minority 
and  multicultural  programming  and  related  services  that  will  nurture  and  ensure 
the  participation  of  people  of  color  at  all  levels.  This  can  only  happen  if  we  are  given 
significant  allocations  of  funding  support  to  do  our  job,  rather  than  limping  along 
on  inflationary  increases. 

A  cynic  would  argue  that,  in  addressing  the  growing  need  for  more  programs  by 
and  about  America's  minorities,  these  present  funding  levels  are  a  disservice  to  our 
nation's  minorities  and,  in  effect,  duplicitously  prevent  minorities  to  ever  becoming 
equitable  players  in  public  broadcast. 

Public  television,  as  a  whole,  in  response  to  national  program  needs  and  costs  has 
experienced  a  100  percent  increase  of  its  budget  during  the  same  ten-year  period. 
The  continuing  disparity  undermines  the  spirit  of  our  relationship  with  CPB,  de- 
spite the  current  political  trends  to  talk  about  new  partnerships  and  rhapsodize 
about  cultural  diversity  and  a  changing  America. 

We  are  pleased,  therefore,  that  in  the  Public  Telecommunications  Act  of  1991, 
Senate  Report  101-221  and  House  Report  102-363,  Congress  has  sent  CPB  a  strong 
message  regarding  our  needs.  The  Senate  Report  101-221,  pages  12-13,  further 
states:  "The  Committee  believes  that  there  continues  to  be  a  need  to  increase  sub- 
stantially the  funding  allocated  to  the  Minority  Program  Fund  and  to  the  Minority 
Consortia." 

In  CPB's  Appropriation  Request  for  fiscal  year  1996,  we  note  that  the  Corporation 
speaks  to  the  future  of  new  technologies  that  will  provide  expanded  capacity  for 

fublic  broadcasting  to  do  its  job  in  enhancing  educational  and  community  services, 
f  we  are  to  participate  fully  in  national  policy  dialogues,  we  must  have  a  means 
for  ensuring  that  our  communities'  educational  needs  are  served,  and  we  must  have 
a  means  for  engaging  in  discourse  between  and  among  our  respective  communities. 
We  found  nothing  substantive  in  CPB's  request  vis  a  vis  the  plans  they  have  in 
carrying  out  the  intent  and  spirit  of  the  law  with  regard  to  increase  its  funding  sup- 
port of  the  Multicultural  Program  Fund  and  the  Minority  Consortia.  According  to 
CPB's  request,  the  Multicultural  Program  Fund  will  be  kept  constant  at  a  flat  $3 
million.  We  interpret  this  as  an  indication  of  CPB's  commitment  toward  diversity 
by  pursuing  minimal  or  unchanged  funding  of  minority  programming  projects  and 
marginalizing  minority  participation. 
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We  do  not  dispute  the  fact  that  federal  funding  can  never  be  sufficient  to  address 
all  needs  of  all  constituencies.  Over  the  years,  the  Minority  Consortia  has  been  ef- 
fective in  leveraging  other  monies  and  services  that  demonstrate  our  ability  to  in- 
vest the  CPB  funds  wisely  and  cost-effectively.  Therefore  our  request  to  the  Senate 
Subcommittee  is  to  direct  CPB  to  bring  us  to  a  level  of  parity  by  providing  the  fund- 
ing we  request. 

Public  TV  has  done  a  good  job  of  positioning  itself  as  the  bearer  of  culture.  We 
see  many  hours  of  Pavarotti  and  Baryshnikov  of  opera  and  "high"  art.  They've  also 
been  somewhat  successful  in  balancing  this  menu  with  programs  that  look  at  Salsa 
and  rap;  African  dance  and  Asian  and  Native  American  culture.  What  is  missing 
and  most  urgently  needed  are  programs  that  begin  to  address  some  of  the  most 
pressing  concerns  in  our  communities;  programs  that  emanate  from  our  collective 
views  and  concerns  and  place  issues  of  employment,  education,  illiteracy,  drugs, 
crime,  violence,  teen-age  pregnancy  at  the  forefront.  Programs  that  help  us  to  em- 
power our  community  through  self  definition,  production  and  implementation.  Pro- 
grams that  promote  cross  cultural  participation  and  awareness;  that  work  toward 
light  rather  than  grope  in  darkness.  Programs  that  embrace  our  heritage  both  on 
these  shores  and  abroad;  from  China  and  Japan,  to  South  America,  Africa  and  Mex- 
ico. 

It  is  not  enough  to  merely  present  these  programs  on  air  but  in  many  cases  they 
must  be  shown  in  community  settings  with  built  in  outreach  initiatives  designed  to 
invite  full  participation  from  the  communities  we  serve.  In  some  cases,  training, 
workshops,  and  other  growth  incentives  must  be  put  in  place  to  help  communities 
produce,  view  and  support  these  programs.  Crucial  to  PBS'  growth  is  a  fuller  rec- 
ognition of  these  myriad  voices,  not  just  through  presentation  of  programs  about 
these  groups,  but  through  an  acceptance  of  these  voices  speaking  for  themselves. 
Additional  dollars  will  help  the  Consortia  assist  PBS  in  its  efforts  to  begin  to  fully 
serve  all  Americans  on  Public  Television. 

Thank  you  for  your  consideration  of  our  request  and  this  opportunity  to  speak  be- 
fore this  Senate  Appropriation  Subcommittee. 

Senator  Kohl.  Well,  thank  you  very  much,  Mr.  Yee.  We  appre- 
ciate your  testimony  concerning  increased  funding  for  the  National 
Minority  Public  Broadcasting  Consortia. 

Your  specific  reference  to  Senate  report  language  has  not  fallen 
on  deaf  ears.  This  issue  will  be  raised  when  the  CPB  comes  before 
the  subcommittee  for  budgetary  oversight  hearings  in  June. 

Mr.  Yee.  Thank  you. 

STATEMENT  OF  JOHN  SCHOTT,  EXECUTIVE  DIRECTOR,  INDEPENDENT 
TELEVISION  SERVICE 

Senator  Kohl.  Our  next  witness  is  John  Schott  from  Independ- 
ent Television  Stations.  Mr.  Schott. 

Mr.  Schott.  It  is  the  Independent  Television  Service,  sir. 

Mr.  Chairman,  this  committee  has  been  a  continuing  supporter 
of  the  Independent  Television  Service  [ITVS]  and  our  mission, 
which  is  to  bring  the  viewpoints  of  underserved  audiences  to  public 
television  through  programs  by  our  countries  thousands  of  inde- 
pendent producers. 

Mr.  Chairman,  Congress  asked  ITVS  to  contribute  to  greater  di- 
versity on  public  television,  and  I  am  pleased  to  report  that  60  per- 
cent of  our  programs  funded  to  date  have  been  by  minority  produc- 
ers or  about  minority  concerns.  They  range,  for  example,  from 
"Anatomy  of  a  Springroll,"  a  program  reflecting  on  the  cultural 
roots  of  an  Asian  American,  to  "Imagining  Indians,"  a  program 
about  how  native  peoples  are  stereotyped  in  mass  media,  to  "A 
Question  of  Color,"  a  program  on  African  American  identity.  I  am 
pleased  to  report  that  of  the  129  panelists  we  have  chosen  to 
choose  works  for  us,  since  we  have  opened  our  doors,  72  have  been 
minorities.  That  is  56  percent.  Now,  I  believe  these  facts  speak 
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clearly  about  our  commitment  to  create  a  more  culturally  diverse 
public  TV. 

Mr.  Chairman,  Congress  also  asked  ITVS  to  provide  noncommer- 
cial programming  for  children.  In  response,  we  have  begun  to 
produce  a  series  not  only  for  teens,  but  by  teens.  We  are  going  to 
allow  kids  to  speak  for  themselves  and  to  one  another  in  a  highly 
imaginative  continuing  series.  We  have  also  produced  a  number  of 
single  programs,  one  of  which  I  am  proud  to  say  just  won  the  An- 
drew Carnegie  Medal  of  Excellence  from  the  American  Library  As- 
sociation for  the  best  children's  program  of  the  year. 

Mr.  Chairman,  you  also  told  us  to  bring  voices  to  television  from 
throughout  the  country  and  to  seek  greater  regional  diversity  in 
our  program  funding.  In  response  to  your  concerns,  this  year  we 
have  established  six  regional  decisionmaking  panels  around  the 
country  who  will  award  equal  amounts,  of  funding  within  their  own 
regions. 

You  also  asked  us  to  seek  out  underserved  audiences,  thus  bring- 
ing them  into  the  family  of  public  television.  Now,  a  good  example 
of  our  accomplishments  here  is  a  program  entitled  "For  Better  or 
Worse,"  which  will  air  nationally  this  summer.  It  is  a  funny  and 
touching  look  at  five  elderly  couples  who  have  each  been  married 
over  50  years  or  longer.  As  you  know,  sir,  commercial  television 
began  to  ignore  its  seniors  once  they  discovered  that  seniors  did  not 
have  a  lot  of  money  to  spend  on  the  products  advertised.  Although 
seniors  watch  a  lot  of  television,  they  rarely  have  the  chance  to  see 
their  lives  reflected  with  authenticity  on  television.  This  program 
honors  them  and  their  experience. 

Mr.  Chairman,  you  asked  us  to  bring  diverse  points  of  view  on 
public  affairs  and  culture  to  public  TV,  and  in  response  we  have 
created  a  series  entitled  Declarations.  In  a  major  series,  a  wide 
range  of  commentators  will  reflect  on  how  we  are  doing  as  a  coun- 
try to  make  good  on  the  three  central  challenges  of  the  Declaration 
of  Independence.  The  individual  programs  are  entitled  "All  Men 
Are  Created  Equal,"  "Inalienable  Rights,"  and  "The  Pursuit  of  Hap- 
piness." This  is  a  series  which  will  bring  viewpoints  from  all  points 
on  the  compass. 

Now,  there  is  one  thing,  sir,  that  you  did  not  ask  of  us,  and  that 
is  to  go  out  and  win  some  awards  right  off  the  bat.  But  in  addition 
to  winning  the  award  for  best  children's  program  of  the  year,  our 
first  crop  of  programs  has  won,  among  other  things,  the  grand 
prize  at  the  USA  Film  Festival,  "Sliver  Hugo"  at  the  Chicago  Inter- 
national Film  Festival,  jury  prize  at  the  Educational  Film  &  Video 
Festival.  They  have  already  been  shown  in  four  countries,  Ger- 
many, England,  Italy,  and  Ireland. 

PREPARED  STATEMENT 

I  believe,  sir,  that  the  Independent  Television  Service  is  more 
than  making  good  on  the  challenges  that  you  have  set  for  us.  We 
believe  our  offerings  will  contribute  to  a  more  open,  vital,  diverse, 
and  creative  public  television.  We  hope  you  will  sustain  our  efforts 
and  those  of  public  television  generally,  sir. 

[The  statement  follows:! 
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Statement  of  John  Schott 

Mr.  Chairman  and  members  of  the  committee,  this  committee  has  been  a  continu- 
ing supporter  of  the  Independent  Television  Service  and  our  mission  which  is  to 
bring  the  viewpoints  of  underserved  audiences  to  public  television  through  programs 
by  our  country's  thousands  of  independent  producers.  I  would  like  to  remind  you 
of  the  challenges  you  set  for  us  and  give  you  a  report  on  how  we  are  doing. 

Mr.  Chairman,  in  creating  ITVS,  you  asked  us  to  become  the  link  between  inde- 
pendent producers  and  the  over  three  hundred  individual  public  television  stations. 
To  accomplish  this  we  have  established  the  most  inclusive  list  of  independent  pro- 
ducers ever  gathered — over  35,000  names  representing  every  state.  We  gathered 
membership  fists  from  every  service  organization  we  could  locate  in  the  country,  and 
we  advertised  our  existence  in  publications  from  The  Spectator  to  The  New  Repub- 
lic. The  result  is  that  we  have  opened  the  doors  for  public  television  funding  to  thou- 
sands of  producers  to  whom  the  door  was  previously  closed.  To  date,  we  have  re- 
ceived over  5,000  proposals  from  producers  throughout  the  country. 

Mr.  Chairman,  you  asked  us  to  contribute  to  greater  diversity  on  public  television. 
I  am  pleased  to  report  that  60  percent  of  our  programs  funded  to  date  have  been 
by  minority  producers  or  about  minority  concerns.  On  our  current  list  of  "coming 
attractions '  that  we  provide  to  television  programmers,  for  example,  eight  out  of  ten 
programs  are  by  minority  producers.  They  range  from  "Anatomy  of  a  Springroll," 
a  program  reflecting  on  the  cultural  roots  of  an  Asian-American,  to  Imagining  Indi- 
ans, a  program  about  how  Native  peoples  are  stereotyped  in  mass  media,  to  "A 
Question  of  Color,"  a  program  on  African  American  identity.  I  am  pleased  to  report 
that  of  the  129  panelists  who  have  chosen  works  for  us  since  we  opened  our  doors, 
72  have  been  minorities — that's  56  percent.  I  believe  these  facts  speak  clearly  about 
our  commitment  to  create  a  more  culturally  diverse  public  television. 

Mr.  Chairman,  you  asked  us  to  provide  some  non-commercial  programming  for 
children.  To  honor  this  commitment,  we  convened  a  roundtable  of  experts  who  told 
us  that  among  children,  preteens  and  teens  were  the  group  most  neglected  by  public 
television.  In  response,  we  have  begun  to  produce  a  series  not  only  for  teens,  but 
by  teens.  We  are  going  to  allow  kids  to  speak  for  themselves — and  to  one  another — 
in  a  highly  inventive  series.  We  have  also  produced  a  number  of  single  programs, 
one  of  which  I  am  proud  to  say,  just  won  the  Andrew  Carnegie  Medal  of  Excellence 
from  the  American  Library  Association  for  Best  Children's  Program. 

Mr.  Chairman,  you  told  us  to  bring  voices  to  television  from  throughout  the  coun- 
try and  to  seek  greater  regional  diversity  on  our  program  funding.  In  response  to 
your  concerns,  this  year  we  have  established  six  regional  decision-making  groups 
who  will  award  equal  amounts  of  funding  within  their  own  regions.  We  are  con- 
fident that  this  will  contribute  significantly  to  insuring  that  public  television  view- 
ers will  enjoy  more  programs  from  the  heartland. 

You  asked  us  to  seek  out  unserved  audiences  and  to  create  programs  for  them, 
thus  bringing  them  into  the  family  of  public  television  viewers.  A  good  example  of 
our  accomplishments  here  is  a  program  entitled  "For  Better  Or  Worse,"  which  will 
air  nationally  this  summer.  It's  a  funny,  touching  look  at  five  elderly  couples  who 
have  each  been  together  for  fifty  years  or  longer.  As  you  know,  commercial  tele- 
vision began  to  ignore  our  seniors  once  they  discovered  they  didn't  have  a  lot  of 
money  to  spend  on  all  the  products  being  advertised.  Although  seniors  watch  a  lot 
of  television,  they  rarely  have  the  chance  to  see  their  lives  reflected  with  authentic- 
ity on  television.  This  program  honors  them. 

Mr.  Chairman,  you  asked  us  to  bring  diverse  points  of  view  on  public  affairs  and 
culture  to  public  television.  In  response,  we  have  created  a  series  entitled  "Declara- 
tions." In  three  hours,  a  wide  range  of  commentators  will  reflect  on  how  we  are 
doing  as  a  country  to  make  good  on  the  three  central  challenges  of  the  Declaration 
of  Independence.  The  individual  programs  are  entitled,  "All  Men  Are  Created  Equal, 
Inalienable  Rights,"  and  "The  Pursuit  of  Happiness."  This  series  will  bring  view- 
points from  all  points  on  the  compass. 

Finally,  Mr.  Chairman,  we  have  been  asked  to  get  a  move  on  with  things,  to  get 
some  shows  up  and  on  the  air,  even  though  television  programs  take  a  while  to  cook 
if  they  are  to  De  good.  I  am  pleased  to  report  that  our  first  program  has  just  aired, 
and  ten  or  more  are  now  available  for  broadcast.  Our  first  major  series  will  be  ready 
for  the  fall.  By  mid -summer  my  best  guess  is  that  we  will  have  put  into  production 
nearly  79  hours  of  programming  for  public  television. 

There  is  one  thing  you  didn't  ask  of  us  Mr.  Chairman,  and  that  is  winning 
awards.  But  I  believe  my  report  would  be  incomplete  if  I  did  not  tell  you  that  our 
programs  have  begun  to  win  a  host  of  awards.  In  addition  to  winning  the  award, 
tor  Best  Children's  Program  of  the  year,  our  first  crop  of  productions  have  won, 
among  other  awards,  the  Grand  Prize  at  the  USA  Film  Festival,  Silver  Hugo  at  the 
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Chicago  International  Film  Festival,  Special  Jury  Award  at  the  National  Edu- 
cational Film  &  Video  Festival.  Already  these  programs  have  been  shown  in  fes- 
tivals in  Germany,  England,  Italy  and  Ireland. 

I  believe  the  Independent  Television  Service  is  more  than  making  good  on  the 
challenges  you  have  set  for  us.  We  believe  our  offerings  will  contribute  to  a  more 
open,  vital,  diverse  and  creative  public  television.  On  behalf  of  the  35,000  independ- 
ent producers  in  this  country,  I  thank  this  committee  for  your  continuing  support. 

Senator  Kohl.  Thank  you  very  much,  Mr.  Schott. 

Mr.  Schott,  Senator  Wellstone  has  asked  me  to  relay  his  con- 
gratulations to  you  on  the  awards  received  by  the  Independent  Tel- 
evision Service.  He  especially  mentioned  the  prestigious  best  chil- 
dren's program  award  from  the  American  Library  Association  that 
you  mentioned  this  morning. 

I  join  him,  sir,  in  offering  congratulations  to  you,  and  you  may 
be  sure  that  your  testimony  will  be  considered  carefully  as  we 
begin  deliberations  on  fiscal  year  1994  funding  in  the  coming 
months.  We  appreciate  your  being  here. 

Mr.  Schott.  Thank  you  very  much. 

STATEMENT  OF  JUDY  JANKOWSKI,  NATIONAL  PUBLIC  RADIO 

Senator  Kohl.  Our  next  witness  is  Judy  Jankowski  from  Na- 
tional Public  Radio. 

Ms.  Jankowski.  Mr.  Chairman  and  members  of  the  subcommit- 
tee, my  name  is  Judy  Jankowski,  and  I  am  the  general  manager 
of  WDUQ-FM  in  Pittsburgh. 

On  behalf  of  National  Public  Radio  and  its  469  member  stations, 
I  wish  to  request  $360  million  for  the  Corporation  for  Public  Broad- 
casting for  fiscal  year  1996.  That  level  of  funding  will  provide  for 
continued  excellence  in  programming  and  will  help  reach  unserved 
and  underserved  audiences. 

In  Pennsylvania,  CPB  funds  make  many  things  possible.  WDUQ 
serves  as  an  important  cultural  and  informational  resource  to  the 
Pittsburgh  community.  Here  are  some  of  the  unique  services  we 
offer. 

"Pittsburgh  Perspective,"  a  daily  program  exploring  solutions  for 
issues  of  concern  to  the  African  American  community. 

A  series  of  bilingual  music  programs  produced  with  Carnegie 
Mellon  University.  In  addition  to  airing  in  the  Pittsburgh  area, 
these  series  were  broadcast  throughout  Mexico  and  Venezuela. 

"Music  from  India,"  a  program  providing  news  and  music  of 
India.  The  program  is  designed  to  serve  an  ever-growing  Indian 
population  in  southwestern  Pennsylvania  and  Ohio. 

"Voices  from  the  Real  World,"  a  production  featuring  readings  by 
Pittsburgh  homeless  citizens.  These  writers  wrote  about  their  lives 
as  people  without  secure  homes,  and  their  works  were  published  as 
a  collection. 

Live  coverage  of  the  citizens  jury,  a  project  of  the  League  of 
Women  Voters  focusing  on  Pennsylvania's  U.S.  Senate  race.  Jury 
studied  issues  of  importance  to  the  voters  in  the  region,  inter- 
viewed the  Senate  candidates  on  these  issues,  and  prepared  a  re- 
port and  rated  the  candidates  on  how  they  addressed  them. 

CPB  funds  are  also  helping  communities  bring  service  to 
unserved  and  underserved  audiences  in  Pennsylvania.  In  Lancaster 
WLCH-FM  is  in  CPB's  step  grant  program.  WLCH  serves  30,000 
Hispanic  citizens,  about  one-quarter  of  the  city's  population  with 
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Spanish  and  English  language  programming.  The  station  schedule 
includes  programs  on  local  issues  and  activities,  parenting,  and  al- 
cohol and  drug  abuse.  CPB  funds  have  enabled  the  largely  volun- 
teer-run station  to  hire  staff  to  focus  on  news  and  to  replace  bro- 
ken-down studio  equipment.  The  station  also  hopes  to  broadcast 
English  as  a  second  language  classes. 

PREPARED  STATEMENT 

CPB  funds  will  also  help  reach  a  large  unserved  area  of  Penn- 
sylvania. With  a  help  of  a  signal  extension  grant  from  CPB,  WPSU 
in  University  Park  hopes  to  extend  its  signal  to  the  Altuna  and 
Kane  areas  bringing  first-time  public  radio  service  to  about  265,000 
people  in  central  Pennsylvania. 

Thank  you  for  this  opportunity  to  testify.  I  encourage  you  to  pro- 
vide $360  million  for  CPB  in  fiscal  year  1996. 

[The  statement  follows:] 

Statements  of  Douglas  J.  Bennet  and  Judy  Jankowski 

Mr.  Chairman,  thank  you  for  the  opportunity  to  submit  testimony  on  behalf  of 
National  Public  Radio  and  its  469  member  stations  in  support  of  a  $360  million  ap- 
propriation for  the  Corporation  for  Public  Broadcasting  (CPB)  in  fiscal  year  1996. 
An  appropriation  of  that  size  would  invest  about  $80  million  in  the  public  radio  sys- 
tem, allowing  it  to  continue  its  mission  of  providing  excellent,  diverse  and  creative 
programming  for  the  nation  while  continuing  to  make  progress  on  reaching  the  14 
percent  of  the  population  not  now  served  by  public  radio. 

expansion  of  public  radio  service 

Since  1991,  public  radio  has  focused  on  expansion  to  unserved  and  underserved 
audiences.  So  far,  CPB's  expansion  program  has  provided  assistance  to  45  stations, 
helping  them  bring  national  programming  to  their  listeners  and  improve  service  to 
their  local  communities.  Station  Development  Grants  (STEP)  help  establish  new 
stations  in  unserved  areas  and  assist  in  the  diversification  of  public  radio  services. 
Through  this  program,  stations  work  their  way  up  to  full  CPB  qualification  in  a  se- 
ries of  "steps."  For  example,  WLCH-FM  in  Lancaster,  Pennsylvania  received  its 
first  STEP  grant  of  $19,562  in  fiscal  year  1993.  WLCH  is  a  licensee  of  the  Spanish 
American  Civic  Association,  which  also  operates  a  community  center  that  serves  the 
30,000  Hispanic  citizens  of  Lancaster. 

The  station  serves  its  listeners  with  a  mix  of  Spanish-  and  English-language  pro- 
gramming. For  example,  a  half-hour  weekly  program  on  parenting  explains  child  de- 
velopment and  proper  nutrition  for  children  of  different  ages  and  answers  other 
common  parenting  questions.  A  twice-weekly  program  deals  with  the  problems  of  al- 
cohol ana  drug  abuse,  and  a  weekly  public  affairs  program  covers  a  variety  of  sub- 
jects, such  as  the  services  provided  by  community  social  service  agencies,  and  spe- 
cial topics  like  'The  Law  and  You." 

CPB's  Signal  Extension  Grants  have  also  helped  many  stations  expand  their  sig- 
nals into  unserved  and  underserved  areas.  In  Arkansas,  KASU-FM  in  Jonesboro  re- 
ceived assistance  for  transmitter  design  and  relocation  to  serve  northeastern  Arkan- 
sas and  southern  Missouri.  In  Little  Rock,  KUAR-FM's  grant  facilitated  new  trans- 
lators in  Batesville,  Monticello,  Forrest  City,  and  Hope,  Arkansas.  And  KUAF-FM 
in  Fayetteville  received  a  grant  to  explore  the  possibility  of  signal  extension  to  the 
Mena  area. 

There  are  still  major  areas  and  audiences  to  reach.  In  fiscal  year  1992  and  1993, 
about  $1  million  was  spent  on  radio  expansion,  and  in  fiscal  year  1994,  that  will 
increase  to  more  than  $4  million.  Public  radio's  commitment  to  expansion  has  not 
been  without  cost.  For  the  past  two  fiscal  years,  existing  public  radio  stations  have 
seen  their  grants  frozen  and  in  some  cases  reduced.  This  trend  is  expected  to  con- 
tinue in  both  fiscal  year  1994  and  1995.  For  fiscal  year  1996,  a  significant  increase 
in  funding  will  be  needed  to  maintain  the  larger  number  of  stations  in  the  system, 
to  continue  the  process  of  reaching  unserved  and  underserved  audiences,  to  develop 
model  election  year  coverage,  and  to  increase  educational  and  outreach  programs  at 
public  radio  stations. 
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PUBLIC  RADIO  IS  MORE  THAN  A  BROADCAST  SIGNAL  TO  COMMUNITIES 

Public  radio  stations  have  long  provided  excellent  news,  information,  and  cultural 
programming  to  their  listeners — programming  that  is  often  unavailable  elsewhere 
on  the  radio  dial.  But  public  radio  stations  are  increasingly  providing  more  than  a 
broadcast  signal  to  their  communities.  More  and  more,  stations  are  active  partici- 
pants in  education,  becoming  partners  with  local  schools  to  bring  the  unique  at- 
tributes of  public  radio  into  play  in  the  classroom.  Stations  are  also  intrinsically  in- 
volved in  how  their  communities  grapple  with  the  issues  of  the  day,  including  health 
care,  the  environment,  science  and  technology,  and  how  to  meet  the  needs  of  minori- 
ties. Following  are  examples  of  the  kinds  of  projects  that  could  be  expanded  with 
an  appropriation  of  $360  million  in  fiscal  year  1996. 

In  Wisconsin,  tribally-owned  WOJB— FM  serves  northwestern  Wisconsin,  particu- 
larly Native  Americans  on  the  Lac  Courte  Oreilles  Reservation  where  the  station 
is  located.  Recent  WOJB  projects  included  production  and  distribution  of  program- 
ming for  area  schools  dealing  with  alcohol  and  drug  abuse,  sovereignty,  and  the 
preservation  of  tribal  history  and  language.  The  station  has  recorded  the  oral  his- 
tories of  its  elders,  an  activity  of  crucial  importance  to  Native  Americans.  WOJB  has 
also  broadcast  a  number  of  health  and  environmental  conferences  which  many  of 
the  station's  listeners  would  be  unable  to  attend  in  person. 

In  the  Washington,  D.C.  area,  WAMU-FM  recently  sponsored  a  unique  health 
care  reform  panel  as  part  of  its  Issues  1993  Forum.  In  an  experiment  in 
participatory  journalism,  19  WAMU  listeners  from  a  variety  of  economic  and  occupa- 
tional backgrounds  came  together  on  the  air  to  talk  about  potential  solutions  to  our 
nation's  health  care  problems.  The  forum  was  augmented  by  a  direct  mail  campaign 
to  inform  local  and  national  opinion  leaders  and  decision-makers  about  the  special 
broadcast. 

PUBLIC  RADIO  STATIONS  WORK  WITH  AREA  SCHOOLS 

KUAR/KLRE-FM  in  Little  Rock,  Arkansas  regularly  provides  information  about 
educational  uses  of  the  stations'  programming  to  teachers  in  three  area  school  dis- 
tricts. This  effort  is  especially  important  in  music  education,  which  has  been  almost 
entirely  cut  from  the  Little  Rock  school  district  curriculum.  The  programming  of- 
fered by  KUAR/KLRE  is  often  the  only  material  available  to  teachers  for  music  edu- 
cation. 

In  Oregon,  KBPS-AM/FM,  licensed  to  the  Portland  Public  School  district,  is  in- 
volved with  area  schools  and  students  at  almost  every  level.  At  the  high  school  level, 
the  station  offers  daily  classes  in  broadcasting  where  students  earn  credit  partici- 
pating in  both  class  work  and  on-air  station  operation  and  production.  Students  are 
involved  in  production  of  a  variety  of  programs,  including  a  daily  news  magazine 
that  is  produced  during  the  summer  vacation  months.  At  the  elementary  level,  chil- 
dren produce  original  dramas,  book  reviews,  news  broadcasts  and  other  programs. 
In  1992,  KBPS  added  "Music  and  You,"  a  music  education  series  broadcast  into  the 
schools,  and  "Kid  Rhythm  Classics,"  a  Saturday  morning  program  to  introduce  chil- 
dren to  the  world  of  classical  music.  And,  KBPS-AM  has  served  as  a  communica- 
tions link  between  the  school  district  and  the  community  since  1923,  broadcasting 
school  board  meetings  and  call-ins,  and  covering  school  activities  and  events  for  the 
citizens  of  Portland. 

NPR  AND  STATIONS  WORK  TOGETHER  TO  BROADEN  THE  IMPACT  OF  PROGRAMMING 

In  addition  to  outreach  and  community  service  projects  that  have  their  origins  in 
stations'  local  programming  efforts,  NPR  has  stepped  up  its  work  with  stations 
across  the  country  on  projects  that  coincide  with  national  programming  and  out- 
reach initiatives.  One  on-going  effort  involves  Talk  of  the  Nation,  NPR's  daily  two- 
hour  call-in  program.  NPR  publishes  a  quarterly  newsletter,  Talk  of  the  Nation 
Notebook,  that  covers  education  issues  discussed  on  the  program.  Stations  send  the 
newsletter,  which  can  be  customized  to  suit  their  needs,  to  area  school  officials,  pol- 
icymakers, and  businesses  in  an  effort  to  strengthen  their  relationships  with  other 
community  groups  concerned  about  education. 

Public  radio  also  envisions  closer  cooperation  between  national  program  distribu- 
tors and  local  stations  in  election  coverage.  NPR  is  working  now  to  develop  a  model 
for  1996  election  year  programming  that  will  provide  local  and  national  forums  for 
citizen  participation,  and  could  include  partnerships  between  local  stations,  local 
newspapers  and  forum  organizers  to  identify  issues  of  importance  to  the  public  and 
offer  citizens  an  opportunity  for  real  participation. 
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PUBLIC  RADIO  IS  EXPANDING  SERVICE  TO  MINORITY  AUDIENCES 

CPB's  Radio  Program  Fund  has  also  recently  funded  two  major  initiatives  to  ex- 
pand public  radio's  service  to  minority  audiences.  "Latino  USA,"  produced  by  the 
Center  for  Mexican  American  Studies  in  partnership  with  KUT-FM  in  Austin, 
Texas  is  a  weekly  English-language  journal  of  Latino  news  and  culture  that  will 
serve  a  potential  audience  of  nearly  25  million  Hispanics.  "Latino  USA"  will  feature 
reports,  art  and  music,  comedy,  oral  histories,  and  debate  and  commentary  that  will 
give  listeners  the  "sabor,"  or  flavor,  of  the  Hispanic  community. 

CPB  also  provided  funding  for  development  of  the  American  Indian  Radio  on  Sat- 
ellite (AIROS)  System,  a  national  program  distribution  system  for  Native  American 
radio  stations  and  programming.  Using  the  existing  public  radio  satellite  system, 
AIROS  will  interconnect  the  25  existing  Native  American  public  radio  stations;  in- 
ventory and  collect  for  distribution  the  highest  quality  existing  programs  produced 
by  Native  American  stations  and  other  sources;  develop  new  programming;  and  im- 
plement regular  satellite  distribution  of  Native  American  programming  For  use  by 
targeted  stations  and  all  of  public  radio. 

CONCLUSION 

Mr.  Chairman,  on  behalf  of  the  public  radio  system,  NPR  thanks  the  subcommit- 
tee for  its  past  support.  The  increase  in  funding  requested  for  fiscal  year  1996  is 
needed  to  continue  the  expansion  of  service  to  unserved  and  underserved  audiences, 
and  to  increase  the  diversity  of  the  public  radio  audience.  Additional  funds  are  also 
needed  to  strengthen  existing  public  radio  stations,  many  of  whose  resources  have 
been  stretched  by  the  system  s  expansion  efforts.  The  momentum  built  thus  far  can- 
not be  sustained  nor  these  bold  goals  achieved  without  the  requested  increase  in 
funding  for  public  broadcasting. 

Senator  Kohl.  Ms.  Jankowski,  how  would  the  President's  fund- 
ing freeze  affect  stations  like  yours  that  are  already  CPB  grant  re- 
cipients? 

Ms.  Jankowski.  Well,  it  is  going  to  make  it  very  difficult  for  us. 
We  asked  for  additional  appropriations  last  year,  and  we  made  the 
sacrifice  for  expansion.  I  know  that  what  we  wanted  to  do  is  ask 
for  an  additional  amount  of  money,  but  we  felt  that  the  request  of 
$360  million  will  enable  us  at  least  to  continue. 

Senator  Kohl.  All  right.  We  thank  you  for  being  here,  and  we 
thank  you  all  for  coming  today. 

STATEMENT  OF  DR.  MICHAEL  BDENENSTOCK,  CONVENTION  OF  AMER- 
ICAN INSTRUCTORS  OF  THE  DEAF 

Senator  KOHL.  On  our  next  panel,  we  have  Michael  Bienenstock, 
Doin  Hicks,  Lily  Page  Bess,  Charles  Young,  and  Erika  Musser. 
First  we  have  Michael  Bienenstock  who  is  with  the  Convention  of 
the  American  Instructors  of  the  Deaf.  Mr.  Bienenstock. 

Dr.  Bienenstock.  Good  morning,  Mr.  Chairman  and  members  of 
the  Appropriations  Committee.  My  name  is  Dr.  Michael 
Bienenstock  representing  the  Convention  of  American  Instructors 
for  the  Deaf.  CAID  is  the  oldest  professional  association  for  edu- 
cators in  the  United  States.  We  would  like  to  thank  you  for  the  op- 
portunity to  provide  testimony. 

CAID  is  also  a  member  of  the  Council  of  Organizational  Rep- 
resentatives, composed  of  many  of  the  organizations  that  are  in- 
volved with  people  who  are  deaf  or  hard  of  hearing.  The  Council 
of  Organizational  Representatives  concurs  with  this  testimony. 

CAID  supports  an  increase  in  funding  for  all  programs  under  the 
Individuals  with  Disabilities  Education  Act,  IDEA.  It  is  worth  not- 
ing that  the  cost  of  funding  some  particular  defense  programs  is 
equal  to  the  entire  appropriations  for  special  education.  Since  the 
defense  budget  is  being  reduced,  it  would  be  applauded  if  funding 
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for  education  for  the  disabled  was  increased,  thus  providing  in- 
creased opportunity  for  this  unique  population  to  fulfill  their  poten- 
tial. 

I  would  like  to  focus  my  oral  testimony  on  State  operated  pro- 
grams of  Public  Law  89-313.  The  appropriation  for  this  particular 
program  has  faced  a  severe  reduction  in  funding  in  recent  years, 
making  it  more  and  more  difficult  for  schools  for  the  deaf  to  pro- 
vide an  appropriate  education. 

CAID  supports  an  appropriation  of  $180  million  for  the  education 
of  children  with  disabilities  State  operated  programs  for  fiscal  year 
1994.  The  GAO  office  has  recommended  that  funds  from  Public 
Law  94-142  be  used  to  make  up  the  reduction  in  the  appropriation 
for  Public  Law  89-313.  Unfortunately,  there  are  reasons  why  this 
will  never  succeed  on  an  equal  basis  from  State  to  State.  These 
reasons  include  the  weight  given  to  fund  education  on  an  equal  or 
differing  ability,  the  needs  of  the  taxpayers,  and  the  formulas  used 
by  States  to  distribute  funds.  Typically,  Federal,  State,  and  local 
funds  are  combined  to  support  the  cost  of  special  education  and  re- 
lated services  provided  to  students  with  disabilities  serviced  in  all 
types  of  facilities. 

The  procedures  used  by  States  to  disburse  funds  for  special  edu- 
cation are  varied,  complex,  and  comprised  of  multiple  components. 
Separate  formulas  and  mechanisms  are  often  used  for  funding  pro- 
grams for  students  placed  in  out-of-district  programs,  such  as  State 
education  agency  operated  facilities  or  private  schools.  There  are 
five  identified  formulas  that  States  use  to  distribute  funds.  These 
are  pupil  weighting,  flat  grant  per  teacher  or  classroom  unit,  per- 
centage of  teacher/personnel  salaries,  weighted  teacher  classroom 
units,  and  percentage  cost  or  excess  cost.  Thus,  the  amount  of  fund- 
ing which  is  needed  to  address  special  education  services  can  be 
very  different  leading  possibly  to  inadequate  special  education  pro- 
grams. 

In  addition,  different  weights  may  place  an  incentive  to  hold 
down  costs  and  thus  place  students  in  the  regular  class  environ- 
ment when  the  school  for  the  deaf  may  be  the  appropriate  place- 
ment. Depending  upon  the  funding  mechanism  provides  certain 
States  with  incentive  or  disincentive  to  place  students  in  State  op- 
erated programs. 

Another  factor  which  has  influenced  State  funding  to  State  oper- 
ated schools  has  been  the  economic  problems  or  budget  deficits  in- 
curred. In  recent  years  there  has  been  a  tendency  for  some  States 
to  enact  legislation  closing  State  operated  schools  for  the  deaf.  This 
has  happened  in  such  States  as  Wyoming,  Maryland,  Indiana,  and 
Nebraska. 

PREPARED  STATEMENT 

In  conclusion,  the  reduction  in  Public  Law  89-313  funding  is  a 
severe  blow  to  ensuring  the  quality  of  State  operated  programs. 
There  is  no  uniform  formula  for  States  to  use  that  ensures  that 
State  operated  programs  will  be  adequately  funded  and  thus  en- 
sure that  the  individual  needs  of  all  students  in  these  programs 
will  be  met.  Without  meeting  a  student's  individual  needs,  there 
will  be  a  reduction  in  the  number  of  students  that  can  return  to 
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a  regular  educational  program  or  become  taxpaying  citizens  of  soci- 
ety. 

[The  statement  follows:] 

Statement  of  Dr.  Michael  Bienenstock 

Good  morning  Mr.  Chairman  and  members  of  the  Appropriation  Committee.  My 
name  is  Dr.  Michael  Bienenstock  representing  The  Convention  of  American  Instruc- 
tors of  the  Deaf  (CAID).  CAID  is  the  oldest  professional  association  for  educators 
in  the  United  States.  We  would  like  to  thank  you  for  the  opportunity  to  provide  Tes- 
timony. CAID  is  also  a  member  of  the  Council  of  Organizational  Representatives, 
composed  of  most  of  organizations  that  are  involved  with  people  who  are  deaf  or 
hard  of  hearing.  The  Council  of  Organizational  Representatives  concurs  with  this 
testimony. 

CAID  supports  an  increase  in  funding  for  all  programs  under  the  Individuals  with 
Disabilities  Education  Act  (IDEA).  It  is  worth  noting  that  the  cost  of  funding  some 
particular  defense  programs  is  equal  to  the  entire  appropriations  for  special  edu- 
cation. Since  the  defense  budget  is  being  reduced,  it  would  be  applauded  if  funding 
for  education  of  the  disabled  was  increased,  thus  providing  increased  opportunity  for 
this  unique  population  to  fulfill  their  potential. 

I  would  like  to  focus  my  oral  testimony  on  State  Operated  Programs  of  Public  Law 
89-313.  The  appropriation  for  this  particular  program  has  faced  a  severe  reduction 
in  funding  in  recent  years  making  it  more  and  more  difficult  for  schools  for  the  deaf 
to  provide  an  appropriate  education. 

CAID  supports  an  appropriation  of  $180  million  for  the  Education  of  Children 
with  Disabilities,  State  Operated  Programs  (Public  Law  89-313)  for  fiscal  year  1994. 
The  GAO  office  has  recommended  that  funds  from  Public  Law  94-142  be  used  to 
make  up  the  reduction  in  the  appropriation  for  Public  Law  89-313.  Unfortunately, 
there  are  reasons  why  this  will  never  succeed  on  an  equal  basis  from  state  to  state. 
These  reasons  include:  (a)  the  weight  given  to  fund  education  on  an  equal  or  differ- 
ing ability,  (b)  the  needs  of  the  taxpayers,  and  (c)  the  formulas  used  by  States  to 
distribute  funds.  Typically,  federal,  State,  and  local  funds  are  combined  to  support 
the  costs  of  special  education  and  related  services  provided  to  students  with  disabil- 
ities serviced  in  all  types  of  facilities. 

The  procedures  used  by  States  to  disburse  funds  for  special  education  are  varied, 
complex,  and  comprised  of  multiple  components.  Separate  formulas  and  mechanisms 
are  often  used  for  funding  programs  for  students  placed  in  out-of-district  programs, 
such  as  State  Education  Agency  (SEA)  operated  faculties,  or  private  schools.  There 
are  five  identified  formulas  that  States  use  to  distribute  funds.  These  are  pupil 
weighting,  flat  grant  per  teacher  or  classroom  unit,  percentage  of  teacher/personnel 
salaries,  weighted  teacher  classroom  units,  and  percentage  cost  or  excess  cost.  Thus, 
the  amount  of  funding  which  is  needed  to  address  special  education  services  can  be 
very  different  leading  possibly  to  inadequate  special  education  programs.  For  exam- 
ple, Maryland  uses  a  cost  based  formula.  This  system  does  not  generally  provide  an 
incentive  for  a  particular  type  of  placement  except  if  the  amount  reimbursed  differs 
by  program.  An  example  of  a  State  that  used  a  pupil  weighting  formula  is  Arizona. 
Each  school  district  must  assign  certain  weights  to  educate  each  population  of  stu- 
dents with  disabilities.  It  is  difficult  in  this  system  to  assign  accurate  weights  and 
thus,  accurate  cost  data.  In  addition,  different  weights  may  place  an  incentive  to 
hold  down  costs  and  thus,  place  students  in  the  regular  class  environment  when  the 
school  for  the  deaf  may  be  the  appropriate  placement.  Depending  on  the  funding 
mechanism  provides  certain  states  with  incentive  or  disincentive  to  place  students 
in  state  operated  programs. 

Another  factor  which  has  influenced  State  funding  to  State  operated  schools  has 
been  the  economic  problems  or  budget  deficits  incurred.  In  recent  years  there  has 
been  a  tendency  for  some  States  to  attempt  to  enact  legislation  closing  the  State 
operated  schools  for  the  deaf.  This  has  happened  in  States  such  as  Wyoming,  Mary- 
land, Indiana  and  Nebraska.  The  States  give  the  argument  that  the  school  is  just 
too  costly  to  run.  Advocate  groups  favoring  inclusion  have  also  played  a  role  in  influ- 
encing the  role  of  the  residential  schools.  They  reason  that  all  students  being  serv- 
iced under  Public  Law  94-142  should  be  physically  placed  in  the  regular  educational 
environment.  However,  Public  Law  94-142  states: 

To  the  maximum  extent  appropriate,  handicapped  children  including  children  in 
public  or  private  institutions  or  other  care  facilities,  are  educated  with  children  who 
are  not  handicapped,  and  that  special  classes,  separate  schooling  or  other  removal 
of  handicapped  children  from  the  regular  educational  environment  occurs  only  when 
the  nature  of  the  handicap  is  such  that  education  in  regular  classes  with  the  use 
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of  supplementary  aids  and  services  cannot  be  achieved  satisfactorily.  The  intent  of 
the  law  is  to  educate  children  not  to  physically  place  them. 

Congress  realized  that  not  every  handicapped  child  could  be  educated  in  the  regu- 
lar classroom.  If  Congress  really  required  that  all  handicapped  children  be  educated 
in  the  regular  classroom  then  the  regulations  related  to  a  continuum  of  alternative 
placements  and  harmful  effects  would  not  have  been  needed.  These  two  sections  are 
used  to  balance  the  preference  of  regular  classroom  placement  with  the  realization 
that  certain  individuals  could  not  be  educated  in  that  setting.  Thus,  the  residential 
school  is  the  least  restrictive  environment  for  some  deaf  students  due  to  their 
unique  communication  needs.  People  who  are  deaf  represent  the  only  disability 
group  that  learns  primarily  through  vision.  It  is  difficult  for  them  to  be  educated 
with  those  students  whose  primary  vehicle  of  learning  is  through  hearing. 

Federal  funds  provided  under  Public  Law  89-313  are  often  used  by  the  States  for 
program  improvement  efforts.  For  example,  one  school  may  use  these  funds  to  pro- 
vide audiological  services  for  the  students.  Another  school  may  use  these  funds  to 
provide  a  career  vocational  program  so  that  students  can  reach  potential  and  thus, 
become  active  tax  paying  citizens  instead  of  collectors  of  welfare.  The  reduction  in 
the  ability  of  States  to  use  Public  Law  89-313  funds  to  supplement  programs  in 
State-operated  facilities  provides  another  opportunity  to  affect  the  quality  of  pro- 
grams in  separate  facilities. 

In  conclusion,  the  reduction  in  the  Public  Law  89-313  funding  is  a  severe  blow 
to  insuring  the  quality  of  State  Operated  Programs.  There  is  no  uniform  formula 
for  States  to  use  that  insures  that  State  Operated  Programs  will  be  adequately 
funded  and  thus,  insure  that  the  individual  needs  of  all  students  in  these  programs 
will  be  met.  Without  meeting  student's  individual  needs  there  will  be  a  reduction 
in  the  number  of  students  that  can  return  to  a  regular  educational  placement  or 
become  tax  paying  citizens  of  society. 

CAID  recommends  an  appropriation  of  $3  billion  for  fiscal  year  1994.  The  rec- 
ommended increase  in  the  Public  Law  94-142  funding  is  misleading  since  funding 
has  simply  been  shifted  from  Public  Law  89-313.  When  Public  Law  94-142  was  en- 
acted in  1975  the  federal  government  promised  to  assume  40  percent  of  the  national 
average  per  pupil  expenditure.  This  funding  would  be  9.37  billion  dollars  today 
based  on  the  fact  that  there  are  approximately  4.5  million  eligible  students  receiving 
special  education  services.  To  date,  the  federal  government  has  assumed,  at  most, 
12  percent  in  any  year.  This  has  placed  a  tremendous  burden  on  States  and  local 
school  districts  to  implement  and  comply  with  a  federal  law  for  which  there  is  a  lack 
of  funds.  As  a  result,  State  and  local  agencies  have  exhibited  a  tendency  to  educa- 
tionally place  students  based  on  administrative  convenience  rather  than  on  their  in- 
dividual needs. 

An  example  of  an  attempt  to  control  costs  is  by  not  providing  or  admitting  to  nec- 
essary services  for  a  student  whose  educational  placement  is  the  regular  school  en- 
vironment. This  student  may  be  denied  counseling  services  because  the  school  dis- 
trict has  no  money  to  pay  for  them.  The  IEP  team  may  be  instructed  not  to  inform 
the  parents  that  this  service  was  needed  and  thus,  not  note  this  on  the  IEP.  Had 
the  federal  government  fully  funded  Public  Law  94-142  perhaps  this  would  not  have 
happened. 

For  deaf  students  the  issue  to  place  students  in  a  regular  education  environment 
often  revolves  around  the  ability  to  provide  a  qualified  teacher  of  the  deaf  and/or 
a  qualified  interpreter.  As  a  result  some  classes  are  taught  by  teachers  who  have 
taken  no  classes  in  education  of  the  deaf  and  have  inadequate  communication  skills 
necessary  to  instruct  the  students  and  inadequate  understanding  of  deaf  culture. 
Schools  also  hire  interpreters  who  have  taken  perhaps  one  sign  language  class  and 
thus,  are  inadequately  trained  for  such  a  vital  support  service.  In  larger  programs 
schools  will  hire  less  than  the  number  of  interpreters  needed  forcing  students  of  un- 
equal ability  to  be  placed  together  in  classes  in  which  they  may  not  succeed. 

Increasing  the  funding  to  the  9.37  billion  dollars  is  necessary  to  adequately  fund 
Public  Law  94-142.  The  increase  would  reaffirm  the  commitment  of  the  federal  gov- 
ernment to  educate  all  disabled  children  including  those  who  are  deaf  or  hard  of 
hearing. 

Senator  Kohl.  Thank  you,  Mr.  Bienenstock. 

Mr.  Bienenstock,  your  testimony  mentions  the  need  for  more 
qualified  personnel  in  the  classroom  setting.  Could  you  tell  us  what 
more  needs  to  be  done  for  the  recruitment  and  training  of  such 
qualified  personnel? 
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Dr.  Bienenstock.  Training  programs  have  to  focus  not  only  on 
the  education  of  the  deaf,  but  on  the  other  disabilities,  combining 
their  unique  characteristics  of  multiple  handicapped  students. 

Also,  there  is  a  great  need  for  educational  interpreters.  The  edu- 
cational interpreters  in  the  mainstream  classrooms  are  not  quali- 
fied. Thus,  the  students  in  the  regular  classroom  are  losing  much 
of  the  information  that  is  being  said. 

Senator  Kohl.  Thank  you  very  much,  sir. 

STATEMENT  OF  DOIN  HICKS,  CONFERENCE  OF  EDUCATIONAL  ADMIN- 
ISTRATORS SERVING  THE  DEAF 

Senator  Kohl.  Next  today  we  have  Doin  Hicks  who  is  from  the 
Conference  of  Educational  Administrators  Serving  the  Deaf. 

Mr.  Hicks.  Thank  you,  Mr.  Chairman. 

I  am  here  representing  the  Conference  of  Educational  Adminis- 
trators Serving  the  Deaf  and  would  like  to  present  testimony,  as 
my  colleague,  Dr.  Bienenstock,  did,  related  to  Public  Law  89-313 
and  to  offer  some  comments  for  the  record  in  addition  to  my  oral 
testimony  on  the  concern  of  our  organization  regarding  public  pol- 
icy interpretations  which  inappropriately  impact  special  school 
placement. 

Public  Law  89-313  provides  funds  to  address  the  needs  of  chil- 
dren with  disabilities  in  State  operated  and  State  supported  pro- 
grams. Among  the  activities  supported  by  these  funds  in  schools 
and  programs  for  deaf  children  are  sign  language  classes  for  hear- 
ing parents  and  other  family  members  of  deaf  children,  utilization 
of  technology  as  a  teaching  tool,  computer  networks  that  enable 
deaf  students  to  increase  significantly  their  time  spent  on  writing 
and  reading,  the  exploration  of  new  assessment  and  teaching  tech- 
niques that  show  promise  in  bringing  the  teaching  and  learning 
closer  together,  the  development  of  techniques  to  reach  severely 
multihandicapped  deaf  students,  the  creation  of  programs  for  eth- 
nic minority  deaf  students,  and  the  provision  of  health  and  mental 
health  programs  to  meet  the  needs  of  the  ever-increasing  diversity 
of  our  student  population. 

It  is  through  the  support  of  Public  Law  89-313  that  innovative 
and  creative  techniques  of  teaching  children  born  without  func- 
tional hearing  are  being  developed.  These  funds  are  also  used  by 
our  schools  to  provide  resource  assistance  functioning  as  resource 
centers  to  local  school  districts  to  foster  the  appropriate  integration 
and  mainstreaming  of  deaf  children  and  youth. 

While  the  administration's  current  1994  appropriation  proposal 
regarding  Public  Law  89-313  is  pending,  CEASD  is  concerned  for 
two  reasons.  The  decrease  that  occurred  in  fiscal  year  1993  has  se- 
verely limited  our  schools'  development  of  program  enhancements. 

Of  equal  concern  is  the  fear  that  the  administration  may  wish  to 
combine  this  program  with  programs  authorized  under  the  Individ- 
uals with  Disabilities  Education  Act.  The  CEASD  is  concerned  that 
combining  Public  Law  89-313  programs  with  those  of  IDEA  would 
seriously  jeopardize  our  member  schools'  ability  to  secure  requisite 
funds  that  are  currently  available  through  Public  Law  89-313, 
thereby  curtailing  services  that  supplement  the  basic  education 
program  of  deaf  students.  Public  Law  89-313  has  established  a  tra- 
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dition  of  support  for  our  special  programs,  and  we  strongly  rec- 
ommend that  support  continue. 

For  these  reasons,  CEASD  supports  the  recommendation  of  the 
Consortium  of  Citizens  with  Disabilities  that  recommends  at  least 
a  minimum  funding  of  $170  million  for  Public  Law  89-313  for  fis- 
cal year  1994  for  State  operated  and  State  supported  programs. 

Further,  Mr.  Chairman,  your  continued  support  at  the  requested 
level  would  allow  the  authorizing  committee  time  to  review  the  pro- 
gram in  detail  and  not  effect  a  merger  without  careful  consider- 
ation of  the  impact  on  children  served  under  the  act. 

PREPARED  STATEMENT 

So,  Mr.  Chairman,  we  urge  your  continued  support  for  appro- 
priate quality  programs  providing  educational  and  related  services 
to  deaf  children  and  especially  for  continued  appropriate  funding  of 
Public  Law  89-313. 

Thank  you  for  the  opportunity  to  present  this  testimony. 

[The  statement  follows:] 

Statement  of  Doin  Hicks 

Mr.  Chairman,  I  am  here  representing  the  Conference  of  Educational  Administra- 
tors Serving  the  Deaf  (CEASD)  and  would  like  to  present  testimony  for  the  record 
related  to  Public  Law  89-313  and  also  to  offer  comments  on  the  concern  of  our  orga- 
nization regarding  public  policy  interpretations  which  inappropriately  impact  special 
school  placement. 

Public  Law  89-313 

Public  Law  89-313  provides  funds  to  address  needs  of  children  with  disabilities 
in  state-operated  and  state-supported  schools.  Among  the  activities  supported  by 
these  funds  in  schools  and  programs  for  deaf  children  are  sign  language  classes  for 
hearing  parents  and  other  family  members  of  deaf  children;  utilization  of  technology 
as  a  teaching  tool  such  as  the  sophisticated  Speech  Viewer  computer  for  the  self 
monitoring  of  speech,  computer  networks  that  enable  deaf  students  to  increase  sig- 
nificantly their  time  spent  on  writing  and  reading;  the  exploration  of  new  assess- 
ment and  pedagogical  techniques  that  show  promise  in  bringing  the  teaching  and 
learning  closer  together;  the  development  of  techniques  to  reach  severely 
multihandicapped  deaf  students;  the  creation  of  programs  for  ethnic  minority  deaf 
students  whose  multicultural  backgrounds  seen  to  present  additional  barriers  to 
school  achievement;  and  the  provision  of  health  and  mental  health  programs  to 
meet  the  needs  of  the  ever  increasing  diversity  in  our  student  population.  It  is 
through  the  support  of  Public  Law  89-313  that  innovative  and  creative  techniques 
of  teaching  children  born  without  functional  hearing  are  being  developed.  These 
funds  are  also  used  by  our  schools  to  provide  resource  assistance  (as  resource  cen- 
ters) to  local  school  districts  to  foster  the  appropriate  integration  and 
mainstreaming  of  deaf  children  and  youth  vis-a-vis  appropriate  placement  in  regu- 
lar school  classrooms. 

While  the  Administration's  current  1994  appropriation  proposal  regarding  Public 
Law  89-313  is  pending,  CEASD  is  concerned  for  two  reasons.  The  decrease  that  oc- 
curred in  fiscal  year  1993  severely  limited  our  school's  development  of  program  en- 
hancements. (Despite  the  program's  high  utilization  as  a  source  of  funding  for  direct 
service  to  children  with  the  most  severe  disabilities,  funding  for  this  program  was 
reduced  by  $16.6  million,  from  $143  to  $126.4  for  fiscal  year  1993— this  figure  has 
already  been  reduced  by  $5.9  million  from  the  1991  level.) 

Of  equal  concern  is  the  fear  that  the  Administration  will  wish  to  combine  this  pro- 
gram with  the  program  authorized  under  the  Individuals  With  Disabilities  Edu- 
cation Act.  The  CEASD  is  concerned  that  combining  Public  Law  89-313  programs 
with  those  of  IDEA  would  seriously  jeopardize  our  member  schools'  ability  to  secure 
requisite  funds  that  are  currently  available  through  Public  Law  89-313  has  estab- 
lished a  tradition  of  support  for  our  special  programs.  We  strongly  recommend  that 
support  continue. 

For  these  reasons  the  CEASD  supports  the  recommendation  of  the  Consortium  of 
Citizens  with  Disabilities  that  recommends  $170  million  funding  level  for  Public 
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Law  89-313  for  fiscal  year  1994  for  State-operated  Programs  in  1994  through  Public 
Law  89-313. 

Further,  your  continued  support  at  the  requested  level  would  allow  the  Authoriz- 
ing Committee  time  to  review  the  program  in  detail  and  not  effect  a  merger  without 
careful  consideration  of  the  impact  on  children  served  under  the  act 

Least  restrictive  environment  and  inclusion 

In  discussing  special  education  in  the  United  States,  it  is  important  to  understand 
the  nature  and  unique  needs  of  "low  incidence"  disabled  children  (e.g.,  deaf  children) 
and  the  differences  between  these  children  and  those  who  represent  high  incidence 
groups. 

All  too  often  Federal  Department  of  Education,  State  Education  Department  and 
local  education  agency  staffing,  are  staffed  with  professionals  trained  in  generic  spe- 
cial education  and/or  high  incidence  populations.  The  consequence  of  this  reality 
may  not  be  in  the  best  interests  of  those  children  from  low  incidence  groups  such 
as  deaf  children  due  to  the  lack  of  understanding  of  the  unique  linguistic  and  cul- 
tural needs  of  these  children.  As  a  result,  evaluation,  placement  and  program  rec- 
ommendations for  deaf  children  are  often  driven  by  insufficiently  informed  and 
trained  professionals. 

The  tern  "inclusion"  is  being  debated  throughout  the  country.  It  is  noteworthy 
that  this  term  is  not  defined  in  federal  law,  federal  regulation,  state  law  or  state 
regulation,  although  it  is  frequently  defined  as  the  provision  of  appropriate  edu- 
cational services  to  all  students  in  regular  classes  attended  by  non-disabled  students 
in  their  neighborhood  school. 

The  CEASD  wishes  to  offer  an  alternative  definition  of  inclusion,  one  that  is  child 
and  not  place  oriented.  This  definition  is  consistent  with  the  federal  policy  guidance 
recently  released  by  the  U.S.  Department  of  Education  concerning  evaluation  and 
placement  of  deaf  children.  This  guidance  indicates  that  "inclusion  is  not  a  place, 
but  an  idea  that  incorporates  basic  values  that  insist  on  participation,  friendship, 
and  interaction  in  all  aspects  of  education  and  community  life."  Therefore,  the 
CEASD  proposes  the  following  definition: 

Inclusion  is  a  philosophy  and  an  idea  that:  Maximizes  the  child's  abilities  and  po- 
tential; facilitates  direct  communication  access  with  other  persons;  enables  the  child 
to  function  as  an  active,  independent  and  full  participant;  and  promotes  the  child's 
self  esteem,  confidence  and  competence  in  a  natural  and  comfortable  manner. 

Given  this  definition,  it  follows  that  inclusion  should  involve  placement  of  a  child 
in  an  environment  in  which  he  or  she  feels  included.  This  definition  promotes  a  con- 
tinuum of  services  and  placements  for  all  disabled  children,  especially  those  of  low 
incidence  groups,  and  especially  for  deaf  children. 

Much  has  been  said  about  mainstreaming,  least  restrictive  environment,  inclusion 
and  integration  as  the  way  to  educate  all  disabled  children.  Once  again,  it  is  impor- 
tant to  distinguish  between  high  and  low  incidence  disabled  populations.  Contrary 
to  some  common  pejorative  perceptions  of  special  school  placements  for  disabled 
children,  it  is  essential  to  understand  the  function  and  role  of  special  schools  for 
some  populations,  especially  deaf  and  hard  of  hearing  children.  All  disabled  children 
should  not  be  lumped  into  one  generalized  classification.  Deaf  children  are  individ- 
uals with  unique  needs  who  require  an  array  of  services  and  choices,  including  the 
option  of  placement  in  a  special  school. 

The  role  and  value  of  the  special  school  for  deaf  children 

Staff  training  in  the  dynamics  of  language  acquisition  and  the  elements  of  accul- 
turation of  deaf  children  is  more  likely  to  occur  in  the  special  school  whose  entire 
focus  is  the  education  and  development  of  those  children. 

The  awareness  of  the  importance  of  curriculum,  especially  in  the  area  of  language 
and  communication,  specifically  designed  for  deaf  children  is  high  at  special  schools. 

Contrary  to  popular  belief,  isolation  from  the  wider  society  is  likely  to  be  miti- 
gated to  a  significant  degree  for  deaf  children  and  deaf  ethnic  minority  students  at- 
tending special  schools.  Adolescents  particularly,  find  in  the  special  school  an  envi- 
ronment where  leadership  and  social  skills  are  fostered. 

While  local  school  boards  are  not  inclined  to  devote  time,  energy  and  resources 
to  the  specific  needs  of  specific  groups  of  disabled  children,  the  trustees,  advisory 
councils  and  other  policy  making  and  policy  advising  bodies  of  special  schools  are 
in  strategic  positions  to  carry  out  their  charge  of  establishing  policy  related  to  the 
unique  needs  of  deaf  children. 

Special  schools  are  more  likely  to  address  issues  particularly  relevant  to  the 
unique  needs  of  many  deaf  children  including  issues  related  to  personnel  recruit- 
ment and  training,  research  and  development  and  leadership  in  areas  related  to 
ethnic  minority  disabled  children's  concerns. 
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The  CEASD  applauds  the  Department  of  Education's  issuance  of  federal  guidance 
relative  to  deaf  children  and  recommend  that  the  administration  and  Congress  sup- 
port that  guidance.  Once  again,  the  State-operated  and  state  supported  schools  for 
deaf  children  stand  ready  to  serve  in  the  capacity  of  resource  centers,  to  profes- 
sionals and  lay  persons. 

Mr.  Chairman,  we  urge  your  continued  support  for  appropriate  quality  programs 
providing  educational  and  related  services  to  deaf  children,  especially  for  continued 
appropriate  funding  for  Public  Law  89-313.  Thank  you  for  this  opportunity  to 
present  testimony  on  behalf  of  the  CEASD. 

Senator  KOHL.  Thank  you  for  being  here  today,  Mr.  Hicks. 

Mr.  Hicks,  you  described  the  special  needs  of  deaf  children  very 
well.  Tell  us  what  are  the  differences  in  cost  between  placing  chil- 
dren in  a  special  school  versus  providing  specialized  services  in  a 
regular  school  setting. 

Mr.  HlCKS.  That  cost  analysis  varies  considerably,  and  we  have 
evidence  that  suggests  that  placement  of  children  in  regular  edu- 
cation, though  we  support  that  when  it  is  appropriate,  but  if  it  is 
supported  with  all  of  the  services  that  a  child  needs,  it  may,  in  fact, 
cost  more  than  it  would  cost  to  do  the  same  thing  in  a  special 
school.  So,  it  really  depends  on  the  nature  and  the  level  of  services 
that  a  child  needs. 

But  the  more  important  thing  is  where  those  services  can  be  pro- 
vided best  to  help  the  child.  That  is  the  issue. 

Senator  KOHL.  Thank  you  very  much,  Mr.  Hicks. 

STATEMENT  OF  LILY  PAGE  BEST,  NATIONAL  CAPTIONING  INSTITUTE, 
INC. 

Senator  KOHL.  Next  we  have  Lily  Page  Best  who  is  with  the  Na- 
tional Captioning  Institute. 

Ms.  Best.  Thank  you,  Mr.  Chairman,  for  the  opportunity  to 
speak  in  support  of  funding  for  the  Department  of  Education's 
Media  and  Captioning  Services  Division.  This  division  supports 
thousands  of  hours  of  captioned  television  programs  annually. 

The  National  Captioning  Institute,  NCI,  recommends  that  the 
additional  $1  million  be  used  to  create  two  funding  priorities  for 
much-needed  captioning  services,  basic  cable  programming,  and 
home  video. 

Last  year  the  committee  increased  funding  as  an  incentive  to 
caption  more  cable  news  programming.  This  has  made  a  dramatic 
difference  in  the  amount  of  captioned  programming  on  CNN  with 
an  increase  from  5  hours  per  week  to  nearly  40  hours  per  week. 
Although  only  4  percent  of  basic  cable  programming  is  captioned, 
compared  with  75  percent  of  network  programming,  NCI  believes 
that  the  cable  industry  wants  to  make  its  programs  more  accessible 
to  deaf  and  hard  of  hearing  subscribers  who  rely  heavily  on  cap- 
tioned television  for  news  and  entertainment.  Federal  funds  are 
necessary  to  make  this  happen. 

Just  as  Federal  dollars  were  needed  to  encourage  the  broadcast 
networks  to  expand  the  amount  of  captioning  on  their  programs, 
the  need  for  greater  access  to  home  video  is  as  great  as  the  need 
for  more  access  to  basic  cable  programming.  While  over  4,000  titles 
are  now  captioned,  this  represents  only  20  percent  of  titles  avail- 
able; 84  percent  of  captioned  viewers  own  a  VCR. 

America's  culture  is  influenced  by  the  motion  picture  industry. 
Deaf  and  hard  of  hearing  people  are  left  out  of  this  meaningful  cul- 
ture because  they  do  not  have  access  to  movie  theaters.  They  must 
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wait  6  to  8  months  until  a  movie  is  released  in  the  home  video 
market.  What  is  worse  is  the  possibility  of  the  particular  title  not 
being  captioned.  There  are  no  guarantees.  The  decision  to  caption 
home  video  titles  appears  to  be  based  on  the  numbers  of  copies  the 
home  video  company  estimates  it  will  sell  of  each  release.  Again, 
Federal  initiative  is  needed  to  provide  the  incentive  to  the  motion 
picture  industry  to  caption  more  of  the  home  video  releases  that 
are  not  projected  to  sell  a  large  volume  of  copies. 

In  less  than  3  months,  thanks  to  the  support  in  the  Congress,  the 
television  decoder  circuitry  will  require  all  televisions  with  13-inch 
screens  or  larger  manufactured  for  sale  in  the  United  States  will 
have  the  capability  of  displaying  captions.  Approximately  20  mil- 
lion television  sets  are  sold  per  year.  Suddenly  everybody  will  have 
access  to  captioned  television.  Consider  those  who  will  benefit,  24 
million  deaf  and  hard  of  hearing  people,  30  million  for  whom  Eng- 
lish is  a  second  language,  27  million  illiterate  adults,  12  million 
young  children  learning  to  read,  3.7  million  remedial  readers. 

PREPARED  STATEMENT 

NCI  urges  your  committee,  Mr.  Chairman,  to  increase  funding 
for  the  Media  and  Captioning  Services  Division  of  the  Department 
of  Education  by  $1  million  to  support  the  creation  of  the  two  new 
funding  priorities,  basic  cable  programming  and  home  video. 

Thank  you. 

[The  statement  follows:] 

Statement  of  Lily  Page  Best 

Thank  you,  Mr.  Chairman,  for  the  opportunity  to  testify  in  support  of  funding  for 
the  Department  of  Education's  Media  and  Captioning  Services  division.  This  pro- 
gram supports  thousands  of  hours  of  captioned  television  programs  annually. 

The  National  Captioning  Institute  (NCD  urges  the  committee  to  increase  funding 
for  Media  and  Captioning  Services  for  fiscal  year  1994  by  $1  million  above  the  cur- 
rent level  of  $17,892  million  to  create  two  new  funding  priorities  for  much  needed 
additional  captioning  services — basic  cable  programming  and  home  videos. 

NCI  is  a  nonprofit  corporation  created  with  the  help  of  Congress  in  1979.  The  Na- 
tional Captioning  Institute  introduced  the  closed-captioning  television  service  in 
March  1980.  In  its  thirteen-year  history,  NCI  has  expanded  access  to  these  enter- 
tainment media  for  deaf  and  hard-of-hearing  people.  In  addition,  NCI  has  the  sole 
responsibility  for  TeleCaption  decoder  development,  consumer  research,  public 
awareness  efforts,  and  many  other  activities.  Headquartered  in  Falls  Church,  Vir- 
ginia, it  has  offices  in  Hollywood  and  New  York  City. 

As  a  result  of  federal  funding,  we  have  witnessed  a  steady  increase  of  captioned 
television  programming.  In  1980,  when  NCI  began  the  first  national  closed  caption- 
ing service,  only  16  hours  per  week  of  television  was  captioned.  Today,  over  450 
hours  of  network,  public  television,  and  cable  programming  is  available  per  week. 
ABC,  NBC,  and  CBS  now  broadcast  nearly  75  percent  of  their  programming  with 
captions.  PBS  has  captions  on  all  of  its  nationally  distributed  programming.  Some 
premium  cable  programmers,  such  as  HBO,  caption  over  60  percent  of  their  pro- 
gramming. 

In  less  than  three  months,  the  Television  Decoder  Circuitry  Act  will  take  effect 
requiring  all  televisions  with  a  13-inch  screen  or  larger  manufactured  for  sale  in  the 
United  States  to  have  the  capability  of  displaying  captions.  Approximately  20  mil- 
lion televisions  are  sold  per  year.  Suddenly,  millions  of  households  will  have  access 
to  captioned  programming.  With  this  access,  we  expect  to  see  an  increase  in  the  de- 
mand for  more  and  more  captioned  programming. 

Last  year,  the  committee  increased  funding  as  an  incentive  to  caption  more  cable 
news  programming.  This  has  made  a  dramatic  difference  in  the  amount  of  captioned 
programming  on  CNN  with  an  increase  from  5  hours  per  week  to  nearly  40  hours 
per  week.  With  additional  federal  funds,  we  hope  for  similar  results  in  the  availabil- 
ity of  additional  captioned  basic  cable  programming  and  home  videos. 
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Deaf  and  hard-of-hearing  people  rely  heavily  on  captioned  television  for  news  and 
entertainment.  In  fact,  closed-caption  viewers  subscribe  to  cable  at  a  rate  higher 
than  the  national  average  (72  percent  v.  62  percent).  They  also  subscribe  to  pay- 
TV  at  a  rate  higher  than  the  national  average  (39  percent  v.  26  percent).  Eighty- 
four  percent  (84  percent)  of  closed-caption  viewers  own  a  VCR.1 

The  federal  government's  initiative  is  needed  if  we  are  to  see  significant  growth 
in  access  for  deaf  and  hard-of-hearing  viewers  to  basic  cable  programming.  While 
there  has  been  an  increase  in  the  amount  of  captioned  cable  programming,  because 
of  forward  thinking  cable  companies  such  as  ESPN,  Turner  Entertainment  Net- 
works, and  USA  Network,  there  are  literally  hundreds  of  thousands  of  hours  that 
are  not  captioned. 

NCI  believes  that  the  cable  industry  wants  to  make  its  programs  more  accessible 
to  deaf  and  hard-of-hearing  subscribers.  Federal  funds  are  necessary  to  make  this 
happen,  just  as  federal  dollars  were  needed  to  encourage  the  broadcast  networks  to 
expand  the  amount  of  captioning  on  their  programming.  A  federal  funding  initiative 
to  provide  captioning  for  cable  programming  can  help  foster  the  same  types  of  cap- 
tioning partnerships  that  network  television  has  established.  However,  the  current 
funding  level  devoted  to  captioning  services  is  not  enough  to  meet  current  caption- 
ing needs  and  future  needs  for  increased  cable  programming. 

The  need  for  greater  access  to  home  videos  is  as  great  as  the  need  for  more  access 
to  basic  cable  programming.  While  over  4,000  titles  are  now  captioned,  this  rep- 
resents only  20  percent  of  titles  available.  It  is  mainly  the  Hollywood  blockbuster 
titles  that  are  captioned.  Most  classics  are  not  captioned  nor  are  many  children's 
or  how-to  titles. 

America's  culture  is  influenced  by  the  motion  picture  industry.  Deaf  and  hard-of- 
hearing  people  do  not  have  access  to  movie  theaters  and  must  wait  6-8  months 
until  a  movie  is  released  in  the  home  video  market.  Once  that  movie  is  released, 
there  is  no  guarantee  that  it  will  be  captioned.  The  decision  to  caption  appears  to 
be  based  on  the  number  of  copies  the  home  video  company  estimates  it  will  sell  of 
each  release.  Again,  federal  initiative  is  needed  to  provide  the  incentive  to  the  mo- 
tion picture  industry  to  caption  more  of  the  home  video  releases  that  are  not  pro- 
jected to  sell  a  large  volume  of  copies. 

Congress,  particularly  this  subcommittee,  has  long  recognized  that  the  develop- 
ment of  captioning  technology  broke  the  sound  barrier  for  people  who  are  deaf  or 
hard-of-hearing  and  gave  them  access  to  information,  news,  and  entertainment  on 
television.  Since  1980,  this  subcommittee  has  appropriated  over  $55  million  for  cap- 
tioning services  through  the  Media  and  Captioning  Services  program. 

Congress  strongly  supported  the  Television  Decoder  Circuitry  Act  because  it  bene- 
fited so  many  people.  Captioned  television  is  essential  to  provide  equal  access  to  in- 
formation, news,  and  entertainment  for  24  million  deaf  and  hard-of-hearing  people 
in  America.  Captioning  also  plays  an  important  role  in  the  education  and  literacy 
movement  in  this  country.  Young  children  learning  to  read,  adults  improving  their 
literacy  skills,  and  people  learning  English  as  a  second  language  are  using  captioned 
television  as  a  powerful  educational  tool. 

NCI  is  discovering  new  classroom  applications  for  captioned  television.  We  are 
conducting  a  study  in  Vermont  to  research  ways  in  which  captioned  educational  tel- 
evision can  be  used  effectively  to  assist  middle-school  students  with  learning  or 
physical  disabilities.  Previous  studies  have  shown  that  viewing  captioned  programs 
can  improve  vocabulary,  spelling,  reading,  concept  learning  and  motivation. 

As  Congress  considers  funding  programs  which  support  the  production  of  edu- 
cational programming,  e.g.,  to  make  preschoolers  "Ready  to  Learn"  or  telecourses  of- 
fered for  college  credit,  NCI  urges  that  these  programs  funded  in  whole  or  in  part 
by  the  federal  government  be  required  to  be  captioned  for  the  benefit  of  children 
in  the  classroom. 

CONCLUSION 

The  National  Captioning  Institute  urges  the  committee  to  increase  funding  for  the 
Captioning  and  Media  Services  division  of  the  Department  of  Education  by  $1  mil- 
lion to  support  the  creation  of  two  new  funding  priorities — basic  cable  programming 
and  home  video.  History  has  shown  that  federal  funding  initiatives  play  a  crucial 
role  in  getting  caption  programming  started,  first  in  network  and  public  broadcast- 
ing, now  in  cable  news  programming.  New  funding  must  now  be  dedicated  to  basic 
cable  programming  and  home  videos  in  response  to  consumers  viewing  habits  and 
technology. 
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Senator  Kohl.  Thank  you  very  much. 

Ms.  Best,  as  you  have  noted,  you  request  a  $1  million  increase 
for  the  Institute  for  fiscal  year  1994.  How  many  more  people  would 
you  expect  to  reach  with  that  increase  in  funding? 

Ms.  Best.  In  total?  You  mean  captioned  viewers? 

Senator  Kohl.  Yes. 

Ms.  Best.  We're  talking  about  maybe  100  million  people.  We  are 
talking  about  20  million  households  will  have  access  to  captioned 
television  each  year.  So,  if  you  add  them  up.  But  those  people  who 
will  benefit  greatly  are  those  who  are  deaf  and  hard  of  hearing  and 
those  who  are  learning  English  as  a  second  language  and  others 
who  will  really  benefit.  I  would  say  almost  100  million. 

Senator  Kohl.  Thank  you.  That  is  significant.  We  appreciate 
your  being  here. 

STATEMENT  OF  CHARLES  E.  YOUNG,  NATIONAL  COUNCIL  OF  STATE 
AGENCIES  FOR  THE  BLIND 

Senator  Kohl.  Our  next  witness  is  Chuck  Young  of  the  National 
Council  of  State  Agencies  for  the  Blind.  Mr.  Young. 

Mr.  Young.  Mr.  Chairman,  as  we  heard  from  that  early  panel 
this  morning,  severe  visual  impairment  is  the  third  most  common 
disabling  condition  of  older  Americans.  We  find  these  individuals 
are  15  times  more  likely  to  be  placed  in  nursing  home  care  than 
their  sighted  peers. 

Fortunately,  we  have  a  cost-effective  solution  to  this  problem.  In 
Oregon  we  find  on  average  if  we  spend  $340  per  person  training 
these  individuals,  we  can  teach  them  survival  skills,  simple  tech- 
niques, so  they  can  maintain  themselves  in  their  homes  and  their 
communities.  These  are  techniques  that  will  enable  them  to  remain 
literate,  alternative  techniques  so  that  they  can  cook  and  clean  and 
maintain  a  household,  and  simple  techniques  so  they  can  use  pub- 
lic transportation  systems,  all  of  which  is  designed  to  avoid  need- 
less dependency  on  family,  friends,  relatives,  and  in  the  worst  case 
scenarios,  needless  institutionalization. 

I  would  like  to  demonstrate  a  couple  of  these  little  simple  tech- 
nical solutions  if  I  could.  The  first  of  them  is  a  writing  guide  that 
we  show  people  how  to  put  over  a  piece  of  paper  so  they  can  write 
letters.  The  second  one  is  this  timer  that  we  have  used  raised  dots 
so  that  people  can  feel  the  temperatures.  We  go  into  the  homes  and 
help  these  individuals  mark  all  their  home  appliances.  The  third 
one  is  a  simple  technology  such  as  talking  clocks  or  talking  calcula- 
tors, and  we  introduce  them  to  this  technology  as  well. 

Yet,  only  31  States  have  a  Federal  program  to  provide  independ- 
ent living  services  for  older  Americans  who  have  lost  their  vision. 
We  feel,  Mr.  Chairman,  that  if  we  could  get  an  appropriation  of  $26 
million,  we  can  provide  a  formula  funded  program  in  all  50  States 
and  trust  territories.  I  would  submit  that  the  individuals  in  the 
States,  the  31  States  that  have  a  Federal  program — their  citizens 
are  no  more  needy  or  no  more  deserving  than  those  older  blind  in- 
dividuals in  the  other  States  that  do  not  have  a  federally  funded 
program. 
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PREPARED  STATEMENT 

So,  on  behalf  of  the  National  Council  of  State  Agencies  for  the 
Blind,  I  would  request  your  consideration  of  a  $26  million  appro- 
priation so  that  we  could  formula  fund  a  program  in  all  50  States 
and  trust  territories. 

[The  statement  follows:] 

Statement  of  Charles  E.  Young 

Mr.  Chairman  and  Members  of  the  Committee,  I  am  Chuck  Young,  Director  of 
the  Oregon  Commission  for  the  Blind,  and  present  this  testimony  on  behalf  of  the 
National  Council  of  State  Agencies  for  the  Blind  (NCSAB). 

"What  do  you  do  for  a  living?"  Can  you  imagine  not  having  a  reply  for  that  age- 
old  question?  Employment  is  how  we  as  adults  define  ourselves.  Our  occupations  de- 
termine with  whom  we  associate  and  where  and  how  we  live.  In  fact,  our  jobs  are 
our  major  source  of  identity  and  self-worth.  Yet,  a  recent  Harris  Poll  indicated  that 
two  out  of  every  three  adults  with  disabilities  are  unemployed.  This  same  Harris 
Poll  concluded  that  to  have  a  disability  and  be  unable  to  obtain  employment  is  the 
true  meaning  of  being  "handicapped"  in  our  society.  Reportedly,  as  many  as  70  per- 
cent of  adult  Americans  who  are  blind  are  unemployed. 

Clearly,  we  have  yet  to  extend  the  American  Dream  of  inclusion  and  full  partici- 
pation in  society  to  many  citizens  with  disabilities.  Without  hope  of  employment  and 
the  training  to  live  independently,  disabled  Americans  are  denied  the  opportunity 
to  contribute  to  our  nation's  greatness. 

Limited  resources,  limited  expertise,  and  limited  dreams  have  so  restricted  our 
national  Rehabilitation  effort  that  today,  state  vocational  rehabilitation  agencies  are 
able  to  serve  only  one  in  20  eligible  individuals  with  disabilities — imagine,  only  one 
in  20.  Increasing  demand  for  rehabilitation  services,  an  evolving  philosophy  of 
empowerment  through  independent  living,  greater  emphasis  on  serving  the  most  se- 
verely disabled,  and  expectations  resulting  from  the  passage  of  the  Americans  with 
Disabilities  Act  are  also  factors  that  contribute  to  the  growing,  unmet  dreams  of  dis- 
abled Americans. 

Fortunately,  with  the  approval  of  the  1992  Amendments  to  the  Rehabilitation  Act, 
Congress  has  both  recognized  the  shortcomings  of  our  nation's  rehabilitation  pro- 
grams and  moved  forward  in  improving  these  programs.  The  new  Amendments 
strengthen  consumer  participation,  responsibility  and  empowerment  through  un- 
precedented emphasis  on:  Respect  for  individual  dignity;  consumers  making  choices 
as  informed  decision  makers;  full  inclusion  and  integration  of  those  with  disabilities 
in  society;  pursuit  of  meaningful  careers;  opposition  to  discrimination;  and  reason- 
able accommodation. 

With  full  implementation  of  this  exciting  new  legislation,  we,  the  state  and  federal 
government,  in  partnership  with  consumers  of  rehabilitation  services,  can  together 
create  the  climate  in  which  Americans  with  severe  disabilities  accept  responsibility 
for  becoming  participating,  contributing  members  of  contemporary  society.  The  op- 
portunity for  this  new  direction  begins  with  the  critical  Title  I  employment  provi- 
sions and  extends  through  the  Title  VII  Independent  Living  provisions  of  the  re- 
vised new  Rehabilitation  Act. 

Mr.  Chairman,  an  example  I'm  personally  most  familiar  with  of  this  "empower- 
ment" is  our  rehabilitative  efforts  for  older  Americans  who  become  severely  visually 
impaired.  You  recognized  in  passing  the  new  law  that  the  largest  and  fastest  grow- 
ing group  of  newly  blinded  Americans  is  our  older  citizens. 

Severe  visual  impairment  has  become  the  third  most  common  disabling  condition, 
preceded  only  by  arthritis  and  heart  ailments,  for  aging  Americans.  We  Know  older 
citizens  who  become  blind  are  15  times  more  likely  to  be  institutionalized  than  are 
their  sighted  peers.  Yet,  the  most  startling  illustration  of  cost-effectiveness  of  reha- 
bilitation services,  is  a  one-time  rehabilitation  cost  of  $340  per  older  citizen  in  Or- 
egon, in  contrast  to  the  annual  cost  of  $30,000  for  nursing  home  care.  Yet  presently, 
only  31  states  are  able  to  obtain  a  federal  grant  to  offer  training  to  these  citizens 
in  critical  life  activities,  such  as:  literacy,  cooking  and  travel — survival  skills  re- 
quired for  older  blind  Americans  to  remain  self-reliant  in  their  homes  and  avoid 
needless  dependency  or  costly  institutionalization.  In  difficult  financial  times,  our 
nation  can  ill  afford  not  to  formula  fund  grants  for  each  state  and  territory.  At  a 
minimum,  we  urge  you  to  appropriate  enough  money  to  allow  every  state  to  operate 
a  program  of  this  sort.  After  all,  the  older  blind  citizens  of  a  state  receiving  a  grant 
under  the  current  lottery  system  are  no  more  or  no  less  in  need  of  these  services 
than  are  older  residents  in  states  that  did  not  obtain  a  grant.  Therefore  Mr.  Chair- 
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man,  together  with  the  Consortium  for  Citizens  with  Disabilities  (CCD),  we  rec- 
ommend funding  of  this  program  at  a  level  of  $26  million. 

It  is  said  that  what  good  government  does  best  is  invest  in  the  productive  inde- 
pendence of  its  citizenry.  The  Rehabilitation  Act  Amendments  of  1992  place  unprec- 
edented faith  in  the  abilities  of  disabled  Americans  by  investing  in  their  career 
choices  while  also  extending  independent  living  services  to  these  citizens.  Both  ele- 
ments of  the  Act  will  enable  Americans  with  disabilities  to  become  productive,  inde- 
pendent citizens,  taxpayers,  and  contributors  to  their  communities.  In  essence,  this 
is  the  best  of  what  America  has  to  offer. 

Mr.  Chairman,  on  behalf  of  your  partners  in  Rehabilitation,  we  of  the  Council  of 
State  Agencies  for  the  Blind,  applaud  your  efforts  and  encourage  you  to  provide  the 
federal  appropriation  of  $2.5  billion  for  fiscal  year  1994.  Together,  we  can  change 
what  it  means  to  be  an  American  with  a  disability  and  be  able  to  respond  to  the 
universal  question.  "What  do  you  do  for  a  living?" 

Rehabilitation  services — independent  living  services  for  older  blind — title  VII, 

chapter  2 

Fiscal  year:  in  millions 

1992  appropriations  $6.51 

1993  appropriations  6.94 

1994  authorization  ( l ) 

1994  administration  6.944 

1994NCSAB  26.0 


^uch  sums  thru  1997. 


PROGRAM  DESCRIPTION 


Title  VII,  Chapter  2  of  the  Rehabilitation  Act  of  1973,  as  Amended,  authorizes  a 
program  of  Independent  Living  Services  for  Older  Blind  Individuals.  This  program, 
first  authorized  as  a  1978  competitive  grant  program  providing  grants  to  designated 
state  units  to  provide  services.  Public  Law  102-569  converts  the  competitive  grant 

Erogram  to  a  formula  grant  program  in  which  all  states  and  territories  will  be  eligi- 
le  for  funding  when  the  appropriations  level  reaches  the  trigger  amount  of  $13  mil- 
lion. Examples  of  services  that  may  be  provided  are:  low-vision  and  other  commu- 
nication aids,  orientation  and  mobility  training,  services  to  help  correct  blindness, 
training  in  activities  of  daily  living,  and  any  other  appropriate  services  to  assist 
older  persons  who  are  blind  to  live  independently. 

Impact  of  the  President's  fiscal  year  1994  Budget  Request. — The  Administration 
has  recommended  only  $6,944  million,  the  same  as  1993.  No  new  program  can  be 
funded,  thereby  leaving  nearly  one-half  of  the  States  without  a  program  to  assist 
the  Older  Blind. 

NCSAB  Recommendation. — NCSAB  recommends  $26  million  to  fully  fund  the  for- 
mula grant  program  for  Independent  Living  Services  for  Older  Blind  Persons  in  fis- 
cal year  1994.  An  appropriation  of  $13  million  will  allow  a  program  for  all  states/ 
territories. 

Justification. — Nowhere  is  the  urgent  need  for  a  greater  federal  commitment  to 
blindness  issue  more  apparent  than  in  the  case  of  Title  VII,  Chapter  2  of  the  Reha- 
bilitation Act  of  1973. 

The  demographics  of  aging  and  vision  loss  are  staggering.  According  to  the  1990 
census,  there  were  2,578,000  severely  visually  impaired  persons  age  65  and  over. 
Between  1960  and  1990  this  population  more  than  doubled.  The  fastest  growing 
group  in  this  population  is  the  85-plus  category  and  as  many  as  one  in  four  of  this 
group  is  severely  visually  impaired.  The  1990  census  figures  show  that  the  rate  of 
nursing  home  placement  for  individuals  over  age  85  is  23  percent.  If  the  rate  of  pro- 
jected expansion  of  the  age  85-plus  group  and  the  rates  of  institutionalization  con- 
tinue, the  number  of  nursing  home  residents  could  increase  by  50  percent  by  the 
year  2000. 

With  the  public  cost  of  a  nursing  home  placement  now  averaging  about  $30,000 
per  year,  it  is  clear  that  more  appropriate  and  less  expensive  alternatives  must  be 
found.  Many  of  these  institutional  placements  could  be  avoided  if  older  individuals 
with  severe  vision  impairment  received  the  kinds  of  specialized  training  in  adaptive 
daily  living  skills  which  can  be  provided  under  Title  VII,  Chapter  2  programs.  These 
services  can  be  provided  at  an  annual  cost  of  about  $500  per  person. 

We  therefore  recommend  that  the  Congress  appropriate  not  less  than  $13  million 
to  fully  fund  the  formula  grant  program  for  Independent  Living  Services  for  Older 
Persons  Who  are  Blind  in  fiscal  year  1994.  An  appropriation  of  $13  million  will  serv- 
ice to  trigger  the  program  to  a  formula  grant  for  all  states  and  territories. 
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Senator  Kohl.  Thank  you  very  much,  Mr.  Young. 

You  describe  a  program  in  Oregon  that  provides  rehabilitation 
services  for  older  citizens  who  have  become  blind.  For  about  $350 
in  rehabilitation  services,  you  obviate  the  need  for  nursing  home 
care  costing  $30,000.  How  does  the  Oregon  program  work? 

Mr.  Young.  Mr.  Chairman,  we  have  teachers  that  cover  a  mul- 
tiple county  area,  approximately  seven  or  eight  counties,  and  they 
spend  all  day  traveling  out  into  the  homes  of  these  newly  visually 
impaired  and  blind  older  citizens.  We  teach  them  how  to  cook  and 
clean  and  maintain  their  homes  with  a  visual  impairment.  We 
teach  them  how  to  travel  to  the  local  grocery  stores  and  the  local 
community  churches.  All  of  this  is  done  in  their  homes  and  their 
communities  so  these  individuals  can  maintain  their  subsistency  in 
their  homes  and  communities  and  they  do  not  have  to  be  placed  in 
nursing  homes. 

Senator  Kohl.  Thank  you,  Mr.  Young. 

STATEMENT  OF  ERIKA  A.  MUSSER,  BRAILLE  TRAINING  INITIATIVE 

Senator  Kohl.  Our  next  witness  is  Erika  Musser. 

Ms.  Musser.  Good  morning,  Mr.  Chairman  and  members  of  the 
committee. 

My  name  is  Erika  Musser.  I  am  the  mother  of  Heidi  Musser  who 
was  born  totally  blind,  but  otherwise  healthy  in  every  way;  25 
years  of  frustrations  with  the  educational  system  led  me  finally  be- 
fore this  committee  today. 

On  November  15,  1991,  my  blind  daughter  and  I  met  Senator 
Simon  for  about  15  minutes.  He  was  uniquely  sensitive  to  our  pleas 
for  more  qualified  braille  teachers.  He  translated  our  pleas  into  the 
braille  training  project  amendment  in  the  reauthorization  of  the 
Rehabilitation  Act,  section  803.  This  is  democracy  in  action.  Sen- 
ator Simon  deserves  a  standing  ovation  from  the  entire  blind  com- 
munity of  America. 

Due  to  a  severe  nationwide  shortage  of  qualified  teachers  for 
braille,  presently  only  12  percent  of  blind  students  graduating  from 
high  school  are  braille  literate  compared  with  52  percent  in  1963. 
There  are  a  variety  of  explanations  offered  for  this  steep  decline. 
Some  point  to  the  development  of  technology,  but  through  my  in- 
vestigations in  the  special  education  arena  and  through  experi- 
ences in  raising  my  daughter,  I  have  learned  that  the  cause  of 
braille  illiteracy  can  be  contributed  mainly  to  the  fact  that  too  few 
teachers  are  available  who  know  braille  well  and  who  can  teach  it 
with  enthusiasm.  After  taking  a  few  crash  courses  for  braille  dur- 
ing their  special  education  training,  sighted  teachers  are  supposed 
to  teach  among  the  pressures  of  teaching  students  in  other  areas. 
This  method  does  not  work. 

Teaching  on  a  1-on-l  basis  needs  to  be  employed  frequently.  In 
the  future,  I  suggest  that  we  call  on  blind  individuals  who  know 
braille  well  and  who  know  what  it  is  to  live  as  a  sightless  person 
in  a  sighted  world,  and  then  recruit  them  for  teaching  together 
with  the  sighted  teachers.  The  common  bond  of  being  blind  should 
serve  as  a  vital  ingredient  in  the  process  of  overcoming  obstacles 
in  learning  braille.  Many  blind  persons  would  enjoy  to  have  a 
teaching  position  and  be  off  the  unemployment  list.  I  believe  this 
would  be  a  cost-effective  program. 


401 

The  ancient  societal  attitudes  that  the  blind  cannot  do  anything 
simply  because  they  are  blind  need  to  be  changed.  Yes;  blind  people 
can  live  a  normal  life  if  they  are  offered  equal  opportunities.  While 
blindness  is  one  of  the  most  severe  handicaps,  it  is  in  no  way  an 
impairment  of  the  mental  and  spiritual  resources  of  the  individual. 
Blind  people  are  people  just  like  you  and  I. 

Reading  and  writing  braille  are  tools  for  intellectual  growth  for 
the  blind  just  as  print  is  for  the  sighted.  Unfortunately,  this  fact 
was  overlooked  when  writing  the  language  of  the  Americans  With 
Disabilities  Act.  In  the  ADA,  the  exact  and  only  words  mandating 
the  educational  services  for  blind  Americans  are  "qualified  readers, 
taped  texts,  or  otherwise  effective  methods  of  making  visually  de- 
livered materials  available  to  individuals  with  visual  impairment." 
Why  was  braille  omitted?  How  did  such  a  grave  oversight  occur? 

While  recorded  texts  and  readers  are  a  good  source  for  acquiring 
knowledge,  they  provide  in  many  ways  a  disservice  to  many  blind 
individuals  who  are  capable  of  learning  braille.  Blind  and  visually 
impaired  persons  must  be  encouraged  to  become  self-reliant  by 
reading  and  interpreting  written  texts  for  themselves  as  do  their 
sighted  peers.  To  graduate  from  a  university  and  be  totally  igno- 
rant about  spelling  and  punctuation  is  unforgivable.  It  is  no  won- 
der that  70  percent  of  blind  Americans  are  unemployed. 

Because  I  wanted  my  daughter  to  be  literate,  I  had  to  teach  her 
braille  reading  and  writing  after  teaching  myself  first.  She  now  en- 
joys academic  and  social  success  at  Northeastern  Illinois  Univer- 
sity, but  battles  and  frustrations  continuously  arise  in  regard  to 
braille  reading.  It  is  a  rare  luxury,  indeed,  when  blind  college  stu- 
dents have  their  textbooks  transcribed  into  braille  available  at  the 
beginning  of  a  semester. 

Heidi's  major  is  music.  She  studies  piano  and  voice.  Her  entire 
advanced  repertoire  she  had  to  study  by  listening  and  imitating  re- 
corded music.  There  is  not  a  single  braille  music  tutor  available  at 
college  level  in  the  entire  State  of  Illinois. 

I  am  before  you  to  ask  you  for  an  appropriation  of  $10  million 
for  fiscal  year  1994.  According  to  recent  statistics  published  by  the 
American  Foundation  for  the  Blind,  there  are  about  95,000  severely 
visually  impaired  persons  between  the  ages  of  0  to  17  and  about 
350,000  between  the  ages  of  18  to  44.  The  total  population  of  se- 
verely visually  impaired  persons  in  our  Nation  amounts  to  about 
4,300,000. 

I  promise  that  I  will  continue  with  dedication  my  leadership  role 
with  the  implementation  of  the  braille  training  projects  amend- 
ment by  working  closely  with  the  Office  of  Select  Education. 

Executive  director  Susan  Laventure  of  the  National  Association 
for  Parents  of  the  Visually  Impaired  [NAPVI],  and  executive  direc- 
tor Kathleen  Megiven  of  the  Association  for  Education  and  Reha- 
bilitation of  the  Blind  and  Visually  Impaired  [AER],  and  Scott  Mar- 
shall, Associate  Executive  Director  for  Governmental  Relations  of 
the  American  Foundation  for  the  Blind  are  in  this  committee  room 
here  today.  I  deeply  thank  them  for  their  coming  to  give  me  moral 
support. 
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PREPARED  STATEMENT 

The  deep  love  for  my  blind  daughter  Heidi  made  me  strong  and 
courageous  not  only  to  battle  for  her  rights,  but  also  for  the  rights 
of  all  blind  and  visually  impaired  Americans,  the  right  to  be  taught 
to  read  and  write  and  the  right  to  be  literate. 

Thank  you. 

[The  statement  follows:] 

Statement  of  Erika  A.  Musser 

Mr.  Chairman  and  members  of  the  committee,  I  am  Erika  A.  Musser.  I  would  like 
to  thank  you,  Mr.  Chairman,  for  offering  me  the  opportunity  to  present  this  state- 
ment. You  and  Senator  Paul  Simon  deserve  a  standing  ovation  from  the  entire  blind 
community  of  America  for  your  skillful  and  committed  work  in  bringing  about  the 
Braille  Training  Projects  amendment  in  the  Reauthorization  of  the  Rehabilitation 
Act  of  1992,  Section  803.  I  appear  before  you  to  ask  you  for  $10  million  for  fiscal 
year  1994  to  fund  this  new  piece  of  legislation. 

A  severe  shortage  of  qualified  teachers  for  braille  permeates  the  nation.  Presently, 
only  12  percent  of  blind  students  are  braille  literate  compared  with  52  percent  in 
1963. 

In  order  to  help  you  to  see  a  more  vivid  picture  of  the  nationwide  problems  in 
education  for  the  blind  and  visually  impaired,  I  would  like  to  share  with  you  briefly 
the  educational  experiences  of  my  daughter  Heidi  Musser,  who  was  born  totally 
blind  (no  form,  no  color,  no  light),  but  otherwise  healthy  in  every  way. 

At  age  3V2  years,  the  Chicago  Public  Schools  psychologist  diagnosed  her  as  "hope- 
lessly retarded"  and  excused  ner  from  public  school  attendance.  Why?  With  inad- 
equate tests  and  lack  of  common  sense,  the  intelligence  level  of  a  totally  blind  child 
could  not  be  properly  evaluated. 

During  most  of  her  elementary  school  years,  she  was  educated  at  home  by  myself 
teaching  her  the  three  R's,  including  braille  reading  and  writing.  I  taught  myself 
the  various  codes  for  literary,  math  and  music  braille,  and  then  I  taught  Heidi. 
Why?  Once  the  label  "retarded"  is  affixed  to  a  student's  name,  bureaucracy  does  not 
permit  to  exchange  this  label. 

During  her  freshman  year  in  public  high  school,  she  became  a  semi-finalist  in  a 
Chicago  city-wide  piano  high  school  competition;  she  had  studied  piano  under  Prin- 
cipal Pianist  Mary  Sauer  of  the  Chicago  Symphony  Orchestra.  After  one  year  at 
public  high  school,  she  transferred  to  the  Latin  School  of  Chicago,  an  academically 
accelerated  private  school,  to  join  her  two  brothers  and  sister.  She  attended  on  a 
full  scholarship  basis  as  the  only  physically  handicapped  student.  Upon  leaving  the 
Latin  School  01  Chicago  after  three  years,  she  did  not  receive  a  high  school  diploma. 
Why?  She  was  unable  to  carry  the  fast-paced  full  course  load — most  textbooks  were 
not  available  in  braille — however,  her  educational  and  social  experiences  at  the 
Latin  School  of  Chicago  were  far  superior  to  any  learning  offered  at  Chicago  Public 
Schools. 

Presently,  Heidi  enjoys  academic  and  social  success  at  Northeastern  Illinois  Uni- 
versity; she  already  holds  junior  status.  When  university  administrators  wanted  to 
waive  the  Reading  Competency  Test,  a  graduation  requirement  for  all  students,  she 
insisted  to  take  it  in  braille.  Instead  of  learning  by  listening  to  recorded  books,  she 
was  adamant  in  having  her  textbooks  transcribed  into  braille,  whenever  possible. 
Why?  She  desires  to  graduate  as  a  "literate"  citizen;  unfortunately,  many  blind  stu- 
dents receive  college  degrees  without  being  literate. 

Heidi's  major  is  Music.  She  has  a  phenomenal  musical  ear.  Sadly,  she  had  no 
choice  but  to  learn  her  entire  piano  and  voice  repertoire  by  imitating  recorded  music 
or  lesson  material  recorded  on  tapes.  Why?  In  the  entire  State  of  Illinois,  the  De- 
partment of  Rehabilitation  Services  does  not  have  a  single  braille  music  instructor 
for  university  level,  according  to  former  Director  Phil  Bradley  (apparently  there  ex- 
ists no  consumer  demand). 

No  one  can  understand  the  cruelty  and  agony  that  Heidi,  I  and  the  rest  of  our 
family  had  to  endure  needlessly.  We  cannot  take  any  legal  recourse,  because  edu- 
cators who  wronged  her  had  no  guidelines,  no  understanding  and  no  proper  training 
in  nurturing  an  eager-to-learn,  musically  gifted  child,  who  happens  to  be  blind. 

Braille  holds  wrongly  an  inferior  status  in  our  society;  too  frequently,  educators 
and  parents  encourage  visually  impaired  children  to  struggle  with  their  limited  vi- 
sion to  read  printed  materials  with  technological  devices  instead  of  giving  them  sup- 
port in  learning  braille  as  an  additional  medium.  Parents  must  be  alerted  to  the 
value  of  knowing  braille  for  higher  learning  and  future  job  qualifications.  The  aver- 


403 

age  reading  speed  is  about  125  words  per  minute,  but  greater  speeds  up  to  200 
words  per  minute  are  possible. 

Many  blind  people  complain  that  braille  is  too  difficult  to  learn  that  is  not  the 
case,  if  braille  is  taught  by  an  experienced,  enthusiastic  teacher;  unless  the  blind 
student  has  other  health  problems  that  affect  negatively  his  sense  of  touch.  If  the 
braille  codes  are  taught  systematically  as  reading  is  taught  to  the  sighted,  success 
can  be  guaranteed.  If  a  young  blind  child  is  given  the  choice  to  learn  via  recorded 
texts  or  braille  books,  he/she  will  choose  the  easy  way  out  and  opt  for  listening  to 
tapes— just  like  any  young  sighted  child  would,  if  asked  to  make  a  choice. 

One  point  I  want  to  stress  very  strongly  in  working  out  the  mechanics  of  the  im- 
plementation of  the  Braille  Training  Projects  amendment.  Blind  individuals,  who 
know  braille  well  and  who  know  what  it  is  to  live  as  a  sightless  person  in  a  sighted 
world,  should  be  recruited  for  teaching  together  with  sighted  teachers.  The  common 
bond  of  being  blind  should  serve  as  a  vital  ingredient  in  the  process  of  overcoming 
obstacles  in  learning  braille.  Many  blind  persons  would  enjoy  to  have  a  teaching  po- 
sition and  be  off  the  unemployment  list.  It  will  be  a  very  cost-effective  program. 

The  American  Printing  House  for  the  Blind  in  Louisville,  Kentucky,  has  estab- 
lished a  national  database,  called  APH-CARL,  for  textbooks  and  other  braille  mate- 
rials. It  is  updated  daily  by  adding  new  completed  braille  materials  from  transcrib- 
ers throughout  the  nation.  This  database  should  be  made  easily  accessible  to  profes- 
sional, blind  consumers,  and  parents  of  children  with  visual  impairments. 

It  is  a  rare  "luxury"  indeed,  when  blind  college  students  nave  textbooks  tran- 
scribed into  braille  available  at  the  beginning  of  a  semester.  The  State  of  Illinois 
(and  I  heard  there  are  other  states)  has  recently  mandated  with  Senate  Bill  1640 
the  following:  "No  school  board  may  purchase  any  textbook  for  use  in  the  public 
schools  from  any  textbook  publisher  that  fails  to  furnish  any  computer  diskettes." 
Similar  legislation  in  all  states  need  to  be  enacted  in  respect  to  post-secondary  insti- 
tutions; otherwise,  the  money  allocated  on  the  federal  level  to  alleviate  braille  illit- 
eracy is  not  wisely  spent. 

The  fact  that  reading  and  writing  braille  puts  blind  citizens  on  an  equal  level  with 
the  sighted  was  totally  overlooked  when  drafting  the  Americans  with  Disability  Act. 
In  the  ADA,  the  exact,  and  only,  words  mandating  the  educational  services  for  blind 
Americans  are:  "Qualified  readers,  taped  texts,  or  otherwise  effective  methods  of 
making  visually  delivered  materials  available  to  individuals  with  visual  impair- 
ments. '  Why  was  braille  omitted?  How  did  such  an  oversight  occur? 

I  hope  that  you  will  find  the  enclosed  statistics  from  the  Journal  of  Visual  Impair- 
ment &  Blindness,  March  1993,  published  by  the  American  Foundation  for  the 
Blind,  of  value  in  determining  the  allocation  of  funds  for  the  Braille  Training 
Projects  amendment. 

The  deep  love  for  my  blind  daughter  Heidi  made  me  strong  and  courageous  not 
only  to  battle  for  her  rights,  but  also  for  the  rights  of  all  blind  and  visually  impaired 
Americans;  the  right  to  be  taught  to  read  and  write,  and  the  right  to  be  literate. 

Thank  you. 


Biographical  Sketch  of  Erika  A.  Musser 

Presently,  I  am  a  full-time  graduate  student  in  Political  Science  at  Northeastern 
Illinois  University  in  Chicago.  I  have  harvested  many  "high  honors"  as  a  mother  of 
four  children.  I  found  motherhood  most  challenging  and  most  rewarding.  As  one  of 
my  greatest  accomplishments,  I  count  my  success  in  rescuing  blind  Heidi  from  living 
a  life  of  disparity  and  hopelessness.  Unwaveringly,  I  will  try  to  rescue  many,  many 
more.  I  am  deeply  grateful  for  the  support  of  my  husband,  Frederick  M.  Musser. 
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Table  I.  Estimated  age. specific  rates  and  number  of  severely  rsjualty  Impaired  persons:  United  Stales  and  States,  1990  (civilian  nonlnso- 
tutlonallzed  population). 
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Senator  Kohl.  Well,  thank  you  very  much,  Ms.  Musser.  Your  tes- 
timony has  been  very  valuable  and  will  help  us  a  great  deal.  We 
appreciate  your  being  here.  We  appreciate  this  panel  being  here, 
and  thank  you  again. 

STATEMENT  OF  SUE  N.  GUNN,  PRESIDENT,  NATIONAL  COUNCIL  ON 
REHABILITATION  EDUCATION 

Senator  Kohl.  I  would  like  to  call  Sue  Gunn  from  the  last  panel 
to  come  and  testify.  I  know  she  has  an  airplane  that  she  needs  to 
catch.  So,  we  would  like  to  give  her  an  opportunity  to  testify  at  this 
time.  We  have  Sue  Gunn  who  is  with  the  National  Council  on  Re- 
habilitation Education.  We  are  delighted  to  have  you  with  us  here 
today,  and  we  would  be  pleased  to  hear  your  testimony. 

Ms.  GUNN.  Thank  you.  I  don't  want  to  read  my  testimony  to  you. 
I  do  not  think  I  need  to  do  that.  You  can  read  it. 

What  I  am  here  to  do  is  to  represent  the  National  Council  on  Re- 
habilitation Education  as  its  president  and  to  discuss  with  you  one 
of  the  issues  that  is  surrounding  the  new  language  of  the  Rehabili- 
tation Act. 

In  the  Rehabilitation  Act,  which  I  highly  commend  the  Congress 
for,  the  new  language  in  the  act,  which  is  very  consumer  driven, 
and  I  appreciate  the  language  and  the  separate  section  on  training 
in  the  Rehabilitation  Act  because  I  do  believe  that  the  training  in 
the  Rehabilitation  Act  is  the  underpinning  of  the  entire  system. 
Without  the  qualified  rehabilitation  personnel,  there  could  be  no 
quality  outcomes  for  employment  for  people  with  disabilities.  I 
think  it  is  real  important  that  we  have  trained,  skilled,  energetic 
professionals  there  to  do  that. 

One  of  the  things  that  I  am  concerned  about  is  that  in  the  lan- 
guage of  the  Rehabilitation  Act,  there  was  an  issue  around  some 
title  VIII  programs  being  funded  at  anything  above  cost  of  living 
that  was  allocated  for  training  had  to  go  into  title  VIII  programs, 
which  puts  a  cost-of-living  cap  on  the  basic  training  program.  In 
the  amendments,  Congress  has  asked  the  basic  training  program, 
the  water  carriers  of  the  program,  to  carry  the  burden  of  new  tech- 
nology, new  strategies  for  placement,  and  serve  the  more  severely 
disabled  population.  To  do  this,  we  need  more  training  dollars. 

PREPARED  STATEMENT 

We  are  asking  $50  million  appropriation,  but  I  think  a  more  sys- 
temic problem  is  the  issue  of  the  capping  the  growth  of  that  train- 
ing program.  I  respectfully  ask  for  the  $50  million,  but  I  also  re- 
spectfully ask  this  committee  to  take  a  look  at  that  changing, 
through  technical  amendments  or  something,  something  that  could 
be  real  disastrous  to  our  program. 

[The  statement  follows:] 

Statement  of  Sue  N.  Gunn 

The  National  Council  on  Rehabilitation  Education  (NCRE)  is  an  organization  of 
rehabilitation  educators  and  researchers  dedicated  to  the  quality  education  and 
training  of  rehabilitation  personnel  throughout  the  United  States.  Our  primary  mis- 
sion is  to  prepare  skilled  rehabilitation  professionals  to  assist  people  with  disabil- 
ities become  qualified  for  employment  in  "meaningful"  work  under  the  terms  of  the 
landmark  1990  Americans  with  Disabilities  Act  and  the  Rehabilitation  Act  Amend- 
ments of  1992. 
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It  is  no  exaggeration  to  say  that  the  Americans  with  Disabilities  Act  is  the  "bullet 
train"  of  employment  opportunity  for  people  with  disabilities,  but  special  education, 
employers,  rehabilitation  consumers  with  disabilities,  and  rehabilitation  personnel 
training  are  the  "engine"  of  the  ADA,  not  the  lawyers  and  the  courts. 

Mr.  Chairman,  when  the  U.S.  Congress  passed  the  Americans  with  Disabilities 
Act  (ADA)  by  an  overwhelming  margin  in  1990,  you  sent  a  strong  message  that  indi- 
viduals with  disabilities  deserved  opportunity  and  fair  play  in  the  private  sector  job 
market.  In  passing  the  ADA,  the  Congress  correctly  determined  that  it  was  counter- 
productive to  spend  over  billions  of  dollars  a  year  on  "dependency  programs"  for  in- 
dividuals with  disabilities,  many  of  whom  are  highly  motivated  to  become  working 
taxpayers. 

The  Congress  has  wisely  reasoned  through  the  years  that  individuals  with  disabil- 
ities were  most  likely  to  benefit  from  the  private  employment  discrimination  protec- 
tion of  the  Americans  with  Disabilities  Act  through  investments  in  Vocational  Reha- 
bilitation programs  and  rehabilitation  personnel  training. 

Vocational  Rehabilitation  is  a  proven,  "labor  intensive,"  cost-effective  system  that 
prepares  people  with  disabilities  for  work  and  independence  in  the  mainstream  of 
society.  When  adequate  numbers  of  qualified  rehabilitation  personnel  are  available, 
it  stands  to  reason  that  more  efficient  and  effective  Vocational  Rehabilitation  serv- 
ices can  be  provided  to  the  43  million  Americans  with  disabilities.  According  to  a 
recent  Lou  Harris  poll,  8.2  million  people  with  disabilities  looking  for  work  now 
would  trade  all  of  their  disability  benefits  today  for  a  full  time  job. 

Well  trained  rehabilitation  professionals  work  with  employers  to  reduce  private 
sector  employment  barriers  faced  by  job  applicants  with  disabilities.  Teamwork  be- 
tween rehabilitation  professionals  ana  rehabilitation  service  consumers  with  disabil- 
ities are  making  the  ADA  work  with  these  employers. 

Graduates  of  quality  rehabilitation  personnel  training  programs  seek  out  people 
with  disabilities  who  want  to  enter  the  job  market.  These  qualified  rehabilitation 
professionals  evaluate,  counsel,  and  cooperatively  plan  rehabilitation  services  with 
their  clients  with  disabilities  who  want  to  go  to  work  and  live  more  independently. 
Job  placement  is  our  primary  goal  in  Vocational  Rehabilitation. 

NIDRR  funded  research  by  Szymanski  and  Danek  (1992)  showed  what  we  all 
knew  intuitively,  that  better  trained  master's  level  rehabilitation  counselors  have 
higher,  more  cost  efficient  rates  of  competitive  employment  outcomes  for  clients  with 
severe  disabilities. 

Mr.  Chairman,  I  am  honored  to  have  this  opportunity  to  testify  before  this  sub- 
committee to  express  the  view  of  the  National  Council  on  Rehabilitation  Education 
that  $50  million  must  be  appropriated  in  fiscal  year  1994  to  train  qualified  rehabili- 
tation personnel  to  get  the  job  done.  This  investment  will  help  us  broaden  our  part- 
nership with  citizens  with  disabilities  so  that  the  promises  of  the  Americans  with 
Disabilities  Act  will  come  true. 

NCRE  is  gravely  concerned  about  the  serious  implications  of  the  Rehabilitation 
Act  Amendment  language  which  places  a  cap  on  the  growth  of  the  Rehabilitation 
training  program.  All  new  monies  above  cost  of  living  will  be  directed  toward  fund- 
ing programs  under  Title  VIII.  It  was  our  understanding  that  this  was  not  the  in- 
tention of  Congress,  but  the  results  of  this  new  language  runs  counter  to  the  new 
Amendments  mandate  of  additional  responsibilities  on  the  basic  training  program, 
such  as  upgrading  qualified  personnel,  training  personnel  on  the  use  of  emerging 
state-of-the-art  technology,  and  other  critical  training  issues.  Mr.  Chairman,  I  hope 
that  this  subcommittee  addresses  this  important  discrepancy. 

The  current  economic  recession  has  been  particularly  hard  on  job  applicants  with 
severe  disabilities.  Two-thirds  of  Americans  with  disabilities  between  the  ages  16 
and  64  are  not  working  at  all.  One  reason  for  this  high  unemployment  rate  among 
our  citizens  with  disabilities  is  the  shortage  of  qualified  rehabilitation  personnel 
The  U.S.  Department  of  Education  (Pelavin  &  Associates,  1989,  1990)  has  docu- 
mented critical,  nation-wide  shortages  of  qualified  rehabilitation  workers.  Rehabili- 
tation work  was  always  very  demanding,  but  the  Congress  has  now  mandated  that 
we  do  more  (e.g.,  transition  services,  supported  employment)  for  a  broader  spectrum 
of  clients  with  disabilities.  The  public  agency  rehabilitation  services  personnel  pay 
is  modest.  The  annual,  average  turnover  of  rehabilitation  professionals  in  state  Vo- 
cational Rehabilitation  agencies  is  16  percent.  At  the  same  time,  the  dedication  of 
rehabilitation  workers  in  the  U.S.  has  never  been  higher,  in  part  because  of  the  en- 
couragement the  Congress  provided  in  passing  the  Americans  with  Disabilities  Act. 
Professional  rehabilitation  training  programs  nave  taken  the  lead  in  recruiting  and 
advancing  qualified  rehabilitation  professionals  with  disabilities,  and  individuals 
from  all  races  and  cultures.  Continued  Congressional  leadership  in  investing  in  the 
training  of  rehabilitation  professionals  will   help  maintain  the  momentum.  Your 
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leadership  will  assure  the  survival  of  a  cost-effective  vocational  rehabilitation  sys- 
tem that  helps  our  citizens  with  disabilities  get  to  work. 

Mr.  Chairman,  The  1984  Report  to  Congress  by  the  Rehabilitation  Services  Ad- 
ministration, showed  that  every  $1  spent  in  rehabilitation  services  to  return  an  indi- 
vidual with  a  disability  to  work  generated  $18  in  worker  tax  payments  to  the  gov- 
ernment. 

The  Congress  has  had  the  foresight  to  invest  in  rehabilitation  education  since 
1954.  The  Congress  recently  re-emphasized  its  commitment  to  qualified  Vocational 
Rehabilitation  personnel  in  the  recently  passed  Rehabilitation  Act  Reauthorization. 
Federal  funds  have  augmented  state  and  local  resources  to  support  pre-service  pro- 
fessional education  for  dedicated  rehabilitation  professionals  in  a  variety  of  dis- 
ciplines including:  graduate  level  vocational  rehabilitation  counseling,  undergradu- 
ate rehabilitation  services,  vocational  evaluation  and  work  adjustment,  job  place- 
ment, rehabilitation  facility  administration,  and  independent  living  training.  The 
Congress  has  invested  in  the  training  of  rehabilitation  professionals  specializing  in 
working  with  individuals  who  have  severely  disabling  conditions  such  as  deafness, 
blindness,  cerebral  palsy,  traumatic  brain  injury,  paralysis,  and  speech  impedi- 
ments. The  Congress  has  invested  in  training  rehabilitation  medicine  specialists, 
assistive  technology  experts,  and  others.  As  you  know,  these  rehabilitation  profes- 
sionals must  repay  the  training  stipends  you  have  made  available  to  them  if  they 
do  not  go  to  work  in  public  and  non-profit  rehabilitation  agencies. 

Federal  funds  also  have  been  used  for  rehabilitation  continuing  education  and  in- 
service  training  of  currently  employed  rehabilitation  personnel  so  that  rehabilitation 
skills  can  be  continuously  upgraded.  The  rehabilitation  education  system  works.  We 
have  worked  together  to  create  it.  The  rehabilitation  education  system  is  account- 
able. We  now  have  to  build  on  the  investment  the  Congress  has  made  in  the  train- 
ing of  rehabilitation  service  providers  to  make  the  ADA  work,  and  to  assure  that 
no  citizen  with  a  disability  who  wants  to  work  is  further  disabled  because  qualified 
rehabilitation  professionals  are  not  available  to  assist  them. 

Chairman  Harkin  and  members  of  the  Subcommittee,  the  National  Council  on  Re- 
habilitation Education  appreciates  this  opportunity  to  respectfully  testify  that  $50 
million  will  be  needed  in  fiscal  year  1994  rehabilitation  training  to  fulfill  the  ADA 
promises  we  made  to  Americans  with  Disabilities  who  want  to  work.  We  are  well 
aware  that  the  Congress  has  never  been  under  more  pressure  to  reduce  government 
costs.  But  we  in  NCRE  know  that  governing  requires  priorities  as  well  as  respon- 
sible budgets.  We  share  your  dissatisfaction  with  the  disparity  between  the  billions 
in  Federal  funding  for  dependency  programs  for  people  with  disabilities  and  the  $36 
million  investment  in  training  qualified  rehabilitation  professionals  to  help  our  citi- 
zens with  disabilities  get  to  work. 

The  following  chart  shows  the  Recommendations  from  Consortium  for  Citizens 
with  Disabilities  and  NCRE  for  the  past  two  years  to  raise  the  level  of  appropria- 
tions to  $50  million. 

Rehabilitation  Act  of  1973,  as  amended — rehabilitation  training 

Fiscal  year:  in  millions 

1992  appropriation  $36.69 

1993  Consortium  for  Citizens  with  Disabilities,  recommendation  50.00 

1993  appropriation  39.68 

1994  administration  request *  39.62 

1993-94  National  Council  on  Rehabilitation  Education  recommendation 

request  50.00 

1  $5 1,000  le93  than  fiscal  year  1993  appropriation. 

Justification. — Shortages  of  qualified  rehabilitation  personnel  continue  to  limit 
the  efficient  delivery  of  vocational  services  to  individuals  with  disabilities.  Voca- 
tional rehabilitation  counselors  and  other  personnel  face  complex  responsibilities  in 
developing  individualized  rehabilitation  plans  for  persons  with  a  wide  array  of  dis- 
abilities. Emerging  technologies  and  service  delivery  methods  require  rehabilitation 
personnel  to  upgrade  continually  their  skills  in  order  to  maximize  available  re- 
sources. The  Senate  report,  accompanying  the  Rehabilitation  Act  Amendments  of 
1986,  recognized  this  need:  it  noted  "strong  support  for  in-service  training  and  the 
continuing  education  of  personnel  presently  in  the  field".  The  NCRE  recommended 
funding  level  of  $50.0  million  for  Rehabilitation  Training  will  begin  to  address  this 
critically  important  component  in  the  cost-effective  delivery  of  services  to  individuals 
with  disabilities. 

Thank  you  for  the  opportunity  to  work  with  you  today,  Mr.  Chairman. 

Senator  Kohl.  Thank  you,  Ms.  Gunn. 
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You  testify  that  43  million  Americans  are  today  disabled.  How 
many  of  them  in  your  opinion  are  waiting  for  rehabilitation  serv- 
ices at  this  time? 

Ms.  Gunn.  Are  you  saying  how  many  are  on  waiting  lists? 

Senator  Kohl.  Of  those  43  million  how  many  of  them  are  on 
waiting  lists  or  presently  waiting  in  any  way,  shape,  or  fashion  in 
your  opinion  for  rehabilitation  services? 

Ms.  Gunn.  I  think  there  are  probably  about  20  million  that  want 
to  work  that  have  not  gotten  the  opportunity.  That's  my  under- 
standing from  the  latest  statistics. 

Senator  Kohl.  So,  you  think  the  backlog  is  that  huge. 

Ms.  Gunn.  I  think  so. 

Senator  Kohl.  Almost  one-half  of  them.  All  right.  Well,  we  ap- 
preciate your  coming  here  today. 

STATEMENT  OF  JULIUS   F.   NIMMONS,   JR.,   NATIONAL   COLLEGIATE 
ATHLETIC  ASSOCIATION 

Senator  Kohl.  I  would  like  to  call  the  next  panel  at  this  time. 
We  have  Charles  Jones,  Ralph  Moore,  and  Julius  Nimmons.  Our 
first  panelist  will  be  Julius  Nimmons  of  the  NCAA.  Mr.  Nimmons. 

Mr.  Nimmons.  I  am  Julius  F.  Nimmons,  Jr.,  provost  of  the  Uni- 
versity of  the  District  of  Columbia. 

Since  1968  the  National  Youth  Sports  Program,  NYSP,  has 
shown  the  way  bringing  youths  ages  10  to  16  to  college  campuses 
to  give  them  the  right  start.  At  UDC  we  have  operated  an  NYSP 
project  for  17  years,  and  I  am  here  today  to  say  that  this  is  one 
of  our  most  effective  programs.  The  key  to  its  success  is  its  model 
of  partnership.  It  enlists  the  support  of  the  Federal  Government, 
the  NCAA  through  its  colleges  and  universities,  and  the  private 
and  public  sectors. 

The  NYSP  partnership  model  ensures  that  Federal  funds  are  ap- 
plied strictly  to  direct  services  for  youth,  such  as  medical  examina- 
tions, meals,  transportation,  and  educational  instruction.  This  is 
the  only  grant  that  the  University  of  the  District  of  Columbia  re- 
ceives in  which  grant  funds  are  not  used  for  university  overhead 
costs.  In  fact,  institutions  of  higher  education  comprise  the  NCAA. 
We  at  UDC  are  the  NCAA,  and  as  such,  donate  staff,  equipment, 
and  facilities,  and  operate  the  program  free  of  charge  to  partici- 
pants. Last  year  at  UDC  the  university  contributed  $247,290  in  in- 
kind  contributions. 

NYSP  fully  capitalizes  on  the  resources  of  its  institutions,  includ- 
ing their  libraries,  laboratories  and  classrooms.  College  personnel 
and  students  contribute  to  NYSP  teaching  success  and  are  involved 
in  the  AIDS  education,  math  and  science  education,  drug  education 
and  discussions  of  education  and  career  opportunities.  Employment 
opportunities  exist  for  local  professionals,  work  study  students  and 
for  young  people  in  summer  jobs. 

A  trained  medical  coordinator  is  onsite  during  NYSP  operating 
hours  solely  to  administer  medical  assistance  to  NYSP  participants 
and  staff.  In  1992  over  71,000  medical  examinations  were  adminis- 
tered prior  to  participation  in  sports  and  educational  instruction. 
As  a  result,  over  20,000  participants,  28  percent,  were  referred  to 
physicians  for  followup  medical  attention. 
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NYSP  services  hot  USDA-approved  meals  daily.  For  many  par- 
ticipants NYSP  meals  may  be  the  only  nutritious  meals  they  re- 
ceive during  the  summer  months. 

Of  grave  concern  to  me  and  to  my  colleagues  is  the  reduction  of 
more  than  $2.5  million  for  fiscal  year  1993  NYSP.  This  will  elimi- 
nate the  year-round  extended  NYSP.  Through  this  effort,  NYSP 
sustained  contact  with  youth  and  provided  a  more  intense  focus  on 
drug  use  prevention  through  education  and  training.  In  order  to  re- 
store the  extended  NYSP  and  expand,  we  seek  an  additional  $3 
million. 

PREPARED  STATEMENT 

One  fact  remains.  Record  numbers  of  institutions  in  urban  and 
rural  settings  are  on  waiting  lists  to  receive  grants  funds.  The  esti- 
mated cost  to  expand  NYSP  to  an  additional  25  sites  is  $1.25  mil- 
lion. 

Mr.  Chairman,  we  respectfully  request  that  you  recommend  a  fis- 
cal year  1994  appropriation  of  $15  million  for  NYSP.  Thank  you. 

[The  statement  follows:] 

Statement  of  Tilden  J.  Lemelle,  President,  University  of  District  of 
Columbia,  on  Behalf  of  the  National  Youth  Sports  Program  Fund 

Chairman  Harkin  and  members  of  the  Subcommittee,  I  am  Tilden  J.  LeMelle, 
president  of  the  University  of  the  District  of  Columbia,  a  position  I  have  held  since 
August  1991.  Previously,  I  was  acting  president  at  New  York  City  Technical  College 
and  Hunter  College,  respectively.  I  appreciate  this  opportunity  to  testify  concerning 
the  involvement  of  higher  education  in  the  solution  of  community  problems  through 
the  National  Youth  Sports  Program  (NYSP). 

At-risk  children  need  direction  to  develop  into  productive  citizens,  especially  when 
facing  the  challenge  of  growing  up  in  an  economically  disadvantaged  environment. 
Since  1968,  NYSP  has  shown  the  way,  bringing  youths,  ages  10  to  16,  to  college 
campuses  to  give  them  the  right  start.  At  UDC,  we  have  operated  an  NYSP  project 
for  17  years  and  I  am  here  today  to  state  that  this  is  one  of  our  most  effective  pro- 
grams. The  key  to  its  success  is  its  model  of  partnership;  it  enlists  the  support  of 
the  Federal  government,  the  NCAA  through  its  colleges  and  universities,  and  the 
private  and  public  sectors. 

In  inner  cities,  including  Washington,  D.C.,  prison  has  become  a  positive  option 
for  those  who  see  no  security,  hope  or  future.  Today,  children  represent  the  majority 
of  our  nation's  poor  population.  More  than  one  in  five  American  children  live  below 
the  poverty  level.  In  D.C.,  the  rate  is  even  higher — 25  percent  of  the  children  reside 
in  poverty. 

Of  concern  to  me  and  my  colleagues  is  the  pressing  need  for  Congress  to  address 
the  causes  and  symptoms  of  such  despair  in  order  to  provide  alternatives  to  crime 
and  violence,  and  to  give  back  to  our  children  the  ability  to  dream.  We  sense  that 
Members  of  the  103rdCongress,  who  were  elected  to  keep  domestic  needs  a  priority, 
have  a  strong  interest  in  meeting  this  challenge.  Many  young  people  see  no  link  be- 
tween staying  in  school  and  future  opportunities;  it  is  hard  to  expect  them  to  make 
the  right  choices.  Only  58  percent  of  the  D.C.  students  who  entered  the  ninth  grade 
in  1984  graduated  in  1988.  Parents,  teachers  and  adults  in  positions  of  responsibil- 
ity must  realize  their  extraordinary  influence  in  shaping  children's  attitudes  and 
provide  daily  positive  examples.  Through  NYSP,  leaders  of  higher  education  are 
challenged  to  motivate  and  better  educate  our  youth. 

Each  year,  NYSP  teaches  over  70,000  economically  disadvantaged  youths  what 
healthful  sports  participation  can  do  to  build  good  habits,  direct  the  competitive 
urge  toward  constructive  ends,  and  stimulate  the  human  desire  to  belong  and  par- 
ticipate. Through  a  coordinated  action  plan  developed  by  advisory  team  members, 
NYSP  activities  and  curricula  are  established  to  build  healthy  self-esteem.  At  UDC, 
the  advisory  team  includes  college  personnel,  local  elementary  and  secondary  school 
teachers,  parents,  housing  development  personnel,  medical  professionals  and  other 
community  leaders.  Success  in  non-academic  activities,  especially  for  youth  not 
doing  well  in  school,  is  crucial. 
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There  are  any  number  of  academic  disciplines  that  come  into  use  by  children  as 
they  condition  themselves  physically  and  mentally.  While  NYSP  children  engage  in 
sports,  they  are  also  learning  about  life.  Learning  how  to  deal  with  success  and  fail- 
ure in  sports  is  one  of  the  best  preparations  for  maintaining  balance  in  one's  life. 
Membership  on  a  team  gives  one  the  sense  of  belonging  that  is  important,  especially 
during  the  developmental  years  of  10  to  16.  The  sense  of  belonging  helps  to  foster, 
and  in  fact  brings,  an  understanding  that  one  does  not  exist  in  a  vacuum  and  that 
one  is  interconnected  in  a  positive  way  to  other  people. 

NYSP  educators  lead  the  way  in  teaching  how  to  transfer  what  is  learned  in  sport 
to  other  areas  of  life.  The  learning  experience  is  implicit  in  every  sport.  For  exam- 
ple, as  a  cognitive  activity,  participants  of  sports  redefine  space,  it  is  a  mathemati- 
cal exercise;  it  is  understanding  spatial  relationships.  In  most  sports,  there  is  a 
unique  language.  Part  of  learning  the  sport  involves  learning  a  new  language — an 
additional  way  to  communicate.  NYSP  instructors  are  careful  to  balance  between  in- 
struction, specifically  planned  for  the  developmental  level  of  each  participant  and 
the  need  to  have  fun.  As  a  result,  NYSP  projects  enrolled  127  percent  of  their  pro- 
jected enrollment  in  1992.  At  UDC,  we  register  600  participants,  with  a  waiting  list 
of  several  thousand. 

The  NYSP  National  education  curriculum  mirrors  the  sports  instruction  model 
and  features  interactive  sessions  in  informal  small  groups.  NYSP  fully  capitalizes 
on  the  resources  of  its  institutions,  including  their  libraries,  laboratories  and  class- 
rooms. College  personnel  and  students  contribute  to  NYSFs  teaching  success  and 
are  involved  in  the  AIDS  education,  math  and  science  education,  drug  education  and 
discussions  of  education  and  career  opportunities.  These  talented  college  students 
demonstrate  first-hand,  positive  social  behaviors.  The  NYSP  applies  its  partnership 
model  to  the  staff  by  providing  employment  opportunities  for  local  professionals, 
many  of  whom  reside  in  the  poverty  target  areas,  and  volunteer  activities  for  many 
former  participants  and  parents.  Employment  opportunities  also  exist  for  college 
work  study  students  and  for  young  people  in  summer  jobs  programs. 

The  NYSP  partnership  design  takes  into  consideration  the  full  range  of  family 
needs  providing  food  and  health  care  before  preventive  efforts  are  undertaken.  As 
part  of  the  comprehensive  health  care  afforded  to  enrolled  youth,  NYSP  participants 
receive  a  medical  examination  prior  to  participation  in  sports  and  educational  in- 
struction. In  1992,  over  71,000  medical  examinations  were  administered;  as  a  result, 
over  20,000  participants  (28  percent)  were  referred  to  physicians  for  follow  up  medi- 
cal attention.  A  trained  medical  coordinator  is  on-site  during  NYSP  operating  hours 
solely  to  administer  medical  assistance  to  NYSP  participants  and  staff.  The  medical 
coordinator  also  participates  in  educational  sessions  regarding  health  issues.  Other 
NYSP  health  care-related  services  include  provision  of  accident-medical  and  liability 
insurance  for  all  staff  and  enrollees. 

To  complement  the  health  care,  NYSP  serves  a  hot,  USDA-approved  meal  daily. 
On  our  campus,  NYSP  operates  in  the  late  afternoons  through  early  evening  hours 
and  dinner  is  served  at  our  cafeteria.  For  many  participants,  NYSP  meals  may  be 
the  only  nutritious  meals  they  receive  during  the  summer  months.  The  education 
sessions  coordinate  with  the  food  service  to  encourage  participants  to  make  sound 
choices  and  adopt  a  healthy  lifestyle. 

Of  grave  concern  to  me  and  to  my  colleagues  is  the  reduction  of  more  than  $2.5 
million  for  fiscal  year  1993  NYSP.  This  will  eliminate  the  year-round  Extended 
NYSP  (ENYSP).  Beginning  in  1989,  we  were  fortunate  at  UDC  to  receive  one  of  45 
grants  to  fund  the  ENYSP  from  October  through  May  each  year.  Through  this  ef- 
fort, we  sustained  contact  with  the  youth  of  D.C.  and  provided  a  more  intense  focus 
on  drug  use  prevention  through  education  and  training.  In  order  to  restore  the  Ex- 
tended NYSP  and  expand  it,  we  seek  an  additional  $3  million. 

The  fiscal  year  1993  funding  cut  also  will  result  in  the  elimination  of  the  NYSP 
math  and  science  program.  This  component  increased  the  participants'  understand- 
ing and  awareness  of  career  opportunities  that  exist  in  math  and  science,  and  was 
consistent  with  our  education  goals  of  the  year  2000  to  achieve  math  and  science 
excellence  among  U.S.  students.  We  estimate  the  cost  of  restoring  math  and  science 
at  16  sites  and  implementing  it  at  34  additional  sites  to  be  approximately  $1.32  mil- 
lion. 

One  fact  remains,  the  demand  for  NYSP  in  rural  and  urban  settings  has  never 
been  greater.  Record  numbers  of  institutions  are  on  waiting  lists  to  participate  in 
NYSP.  We  ask  this  Subcommittee  to  provide  funds  necessary  to  offer  NYSP  at  sites 
to  serve  a  small  fraction  of  those  who  need  assistance.  The  estimated  cost  to  expand 
NYSP  to  an  additional  25  sites  is  $1.25  million. 

Finally,  the  NYSP  partnership  model  ensures  that  Federal  funds  are  applied  to 
direct  services  for  youth,  such  as  medical  examinations,  meals,  transportation  and 
educational  instruction.  This  is  the  only  grant  that  UDC  receives  in  which  grant 
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funds  are  not  used  for  university  overhead  costs.  In  fact,  institutions  of  higher  edu- 
cation comprise  the  NCAA.  We  at  UDC  are  the  NCAA,  and  as  such,  donate  staff, 
equipment  and  facilities,  and  operate  the  program  free-of-charge  to  participants. 
Last  year  at  UDC,  the  university  contributed  $247,290  in  in-kind  contributions. 

Chairman  Harkin,  and  members  of  the  Subcommittee,  I  invite  you  to  visit  our 
campus  to  see  first-hand  this  cost-effective,  educationally  sound  and  proven  program 
that  reduces  the  learning  disadvantages  faced  by  economically  disadvantaged  chil- 
dren. NYSP  is  timely  and  has  remained  timely  over  its  25-year  history,  because  it 
delivers  basic  health  care,  nutritional  and  educational  services  to  at-risk  youth  in 
an  effective  manner. 

Chairman  Harkin,  and  Subcommittee  members,  our  future  depends  on  your  lead- 
ership. We  respectfully  request  that  you  recommend  a  fiscal  year  1994  appropriation 
of  $15  million  for  NYSP.  NYSP  is  the  right  investment  because  it  puts  children  first. 

Thank  you  for  the  opportunity  to  present  my  views  this  morning.  I  would  be  glad 
to  answer  any  questions  you,  or  Subcommittee  members,  may  have. 

Senator  Kohl.  Thank  you  very  much,  Mr.  Nimmons. 

Senator  Gorton  would  like  to  question  you  and  make  a  comment. 

Senator  Gorton.  Thank  you  very  much,  Mr.  Chairman. 

Last  year  this  was  a  fairly  controversial  element  of  a  huge  appro- 
priation bill.  We  finally  settled  at  an  amount  of  $9.5  million  in  the 
conference  committee.  As  I  had  a  considerable  interest  in  it,  I 
would  like  to  know  a  little  bit  more  about  orders  of  priority.  The 
written  testimony  points  out  that  you  got  a  $2.5  million  reduction 
in  nominal  dollars  from  the  appropriation  for  fiscal  year  1992,  and 
you  have  pointed  out  in  your  written  testimony  some  of  the  things 
that  will  be  dropped  as  a  result. 

Before  we  get  to  orders  of  priority,  can  you  estimate  for  me  how 
much  the  various  colleges  and  universities  and  the  NCAA  itself 
contribute  to  this  program  to  match  that  roughly  $9.5  million  that 
you  are  getting  during  fiscal  year  1993?  You  have  the  figure  here 
for  the  University  of  the  District  of  Columbia,  but  what  would  the 
total  be  for  all  of  the  programs? 

Mr.  Nimmons.  Because  these  programs  are  so  broad  and  are  so 
comprehensive  throughout  various  sections  of  the  country,  I  do  not 
have  that  kind  of  figure  in  front  of  me,  but  I  am  sure  we  can  pro- 
vide that  information.  Certainly  the  in-kind  contributions  or  use  of 
facilities,  staff,  personnel  are  and  do  translate  into  substantial  dol- 
lars. 

Senator  Gorton.  When  you  give  me  the  figure  for  the  University 
of  the  District  of  Columbia,  for  example,  does  that  include  some 
kind  of  time-rated  allocation  for  simply  the  volunteer  hours  of  fac- 
ulty and  other  staff  members  at  UDC,  or  is  that  your  actual  out- 
of-pocket  cost? 

Mr.  Nimmons.  Well,  that  translates  into  a  plethora  of  other  serv- 
ices that  we  provide  not  only  the  donated  staff,  the  use  of  facilities 
and  equipment  and  materials  and  supplies,  et  cetera,  but  that  is 
only  a  small  part  of  it.  There  are  still  other  voluntary  contribu- 
tions. 

Senator  Gorton.  But  those  staff  are  essentially  there  as  volun- 
teers. They  are  not  getting  a  larger  salary  because  they  participate 
in  the  sports  program,  are  they? 

Mr.  Nimmons.  No. 

Senator  Gorton.  So,  there  is  a  lot  of  volunteer  work  which  goes 
into  these  programs,  and  that  would  be  true  across  the  country  I 
assume. 

Mr.  Nimmons.  Yes;  it  would. 
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Senator  GORTON.  Now,  in  your  relatively  ambitious  requests 
here,  you  talk  about  extra  money  for  three  different  items.  One 
would  be  for  an  all-year  long  program,  which  you  feel  has  to  be 
dropped  this  year  because  of  the  cut  in  appropriation.  One  is  for 
your  math  and  science  program,  and  another  of  a  little  over  $1  mil- 
lion would  allow  25  new  programs  to  take  place. 

Let's  just  say  as  an  example,  if  the  program  were  to  get  an  extra 
$1  million,  an  extra  $2  million  over  this  $9  million  for  the  current 
year  and  the  administrators  of  the  program  had  their  druthers, 
which  would  be  their  priorities?  Would  you  go  back  to  an  all-year 
program  first?  Would  you  return  to  the  math-science  program  first, 
or  would  you  add  new  sites  first? 

Mr.  NlMMONS.  Well,  the  math-science  would  be  in  terms  of  prior- 
ities. If  we  were  to  recover  the  $2.5  million,  that  of  course  would 
allow  for  the  extended,  year-round  programs,  but  math-science 
would  be  first  priority. 

Senator  Gorton.  And  the  last  priority  would  be  more  campuses 
then. 

Mr.  Nimmons.  More  campuses,  yes,  expansion. 

Senator  Gorton.  Well,  I  want  you  to  know  I  think  you  spend 
this  money  very  effectively,  that  you  have  a  good  program,  and  we 
will  try  to  see  to  it  that  it  continues  to  be  funded  and  is  funded 
adequately.  I  think  you  do  good  work,  and  I  am  particularly  im- 
pressed by  the  number  of  volunteer  hours,  the  number  of  people 
who  are  dedicated  to  it  who  are  not  getting  extra  money  for  the 
work  they  do  with  these  young  people. 

I  thank  you  very  much,  Mr.  Chairman. 

Senator  Kohl.  Thank  you  very  much  for  coming,  Senator  Gorton. 

Thank  you  very  much,  Mr.  Nimmons. 

STATEMENT  OF  CHARLES  A.  JONES,  PRESIDENT,  NATIONAL  COUNCIL 
OF  DISABILITY  DETERMINATION  DIRECTORS 

Senator  Kohl.  Next  we  have  Charles  Jones  of  the  National 
Council  of  Disability  Determination  Directors. 

Mr.  Jones.  Mr.  Chairman,  members  of  the  committee,  I  appre- 
ciate the  opportunity  to  appear  before  you  on  behalf  of  the  National 
Council  of  Disability  Determination  Directors,  which  is  a  voluntary 
managerial  association  composed  of  the  directors  and  top  adminis- 
trative staff  of  52  disability  determination  agencies  located 
throughout  the  United  States. 

We  strongly  feel  that  the  Social  Security  disability  program 
makes  a  significant  investment  in  our  most  needy  and  vulnerable 
citizens,  people  with  disabilities.  Every  applicant  for  disability  ben- 
efits faces  the  dual  hardship  of  being  unemployed  and  of  having  a 
physical  or  mental  impairment.  Accordingly,  there  can  be  no  great- 
er investment  than  one  which  provides  income  support,  access  to 
medical  care,  and  a  foundation  for  returning  to  work. 

The  past  few  years  have  seen  disability  workloads  increase  dra- 
matically. Since  1988  pending  disability  workloads  have  grown  by 
72  percent  from  406,000  to  over  700,000  disability  claims. 

The  average  overall  time  to  process  initial  disability  claims  now 
exceeds  116  days.  We  feel  that  it  is  unconscionable  that  persons 
with  disabilities  must  wait  almost  4  months  to  receive  a  decision 
on  their  application. 
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Unfortunately,  the  situation  is  far  worse  than  the  case  processing 
times  would  indicate.  As  of  February  26,  there  were  14  States  that 
could  not  assign  over  55,000  cases  to  their  disability  examiners  due 
to  high  workloads  and  staffing  shortages.  That  means  that  55,000 
unemployed  Americans  with  a  physical  or  mental  impairment  are 
having  their  cases  sit  because  of  inadequate  funding.  Funding  for 
fiscal  year  1994  must  be  sufficient  to  allow  the  DDS's  to  continue 
to  hire  staff  that  will  handle  the  tremendous  disability  workloads 
that  we  face. 

Additionally,  automation  funding  for  the  DDS's  must  be  a  high 
priority.  Funding  must  be  provided  to  upgrade  the  DDS's  that  have 
minimal  or  no  automation,  but  funding  must  also  be  provided  to 
fully  support  DDS's  with  existing  systems  that  do  not  conform  with 
the  Social  Security  Administration's  modernized  disability  system. 

PREPARED  STATEMENT 

In  conclusion,  the  National  Council  of  Disability  Determination 
Directors  is  committed  to  providing  the  highest  level  of  service  to 
persons  with  disabilities,  but  in  order  to  accomplish  this,  we  need 
more  than  the  $1,047,000,000  that  is  proposed  in  the  1994  budget. 
That  amount  is  insufficient. 

We  also  oppose  the  staffing  cuts  of  518  work  years  that  accom- 
pany the  current  appropriation  request. 

We  also  severely  question  Social  Security's  recent  projections  for 
a  reduction  in  DDS  work  years  by  1,000  work  years  by  the  year 
1998  due  to  automation. 

Thank  you  very  much,  Mr.  Chairman. 

[The  statement  follows:] 

Statement  of  Charles  A.  Jones 

Mr.  Chairman,  members  of  the  committee,  I  appreciate  the  opportunity  to  appear 
before  you  on  behalf  of  the  National  Council  of  Disability  Determination  Directors 
(NCDDD)  which  is  a  voluntary,  managerial  association  composed  of  the  directors 
and  top  administrative  staff  of  52  Disability  Determination  Service  (DDS)  agencies 
located  throughout  the  United  States  and  its  territories. 

The  Senate  must  make  some  extremely  difficult  choices  in  allocating  the  limited 
resources  that  are  available.  We  strongly  feel  that  the  Social  Security  Disability  Pro- 
gram makes  a  significant  investment  in  our  most  needy  and  vulnerable  citizens, 
people  with  disabilities.  Every  applicant  for  disability  benefits  faces  the  dual  hard- 
ship of  being  unemployed  and  of"  having  a  physical  or  mental  impairment.  Accord- 
ingly, there  can  be  no  greater  investment  than  one  which  provides  income  support, 
access  to  medical  care,  and  a  foundation  for  returning  to  work. 

BACKGROUND 

The  past  few  years  have  seen  disability  workloads  increase  dramatically.  Since 
1988  pending  disability  workloads  have  grown  by  72  percent  from  406,000  to 
703,031  claims.  In  my  testimony,  I  would  like  to  comment  on  three  areas:  (1)  SSA's 
current  backlog  of  disability  applications;  (2)  the  nature  of  additional  employment 
related  disability  processing;  and  (3)  investment  in  information  systems. 

ssa's  current  backlog  of  disability  applications 

The  average  overall  time  to  process  initial  disability  claims  exceeds  116  days.  It 
is  unconscionable  that  persons  with  disabilities  must  wait  almost  four  months  to  re- 
ceive a  decision  on  their  application.  Unfortunately,  the  situation  is  far  worse  than 
the  case  processing  times  would  indicate.  As  an  administrator,  I  can  assure  you  that 
processing  time  does  not  provide  a  complete  picture  of  the  service  received  by  per- 
sons with  disabilities.  Please  consider  the  following  service  indicators: 
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One,  weeks  work  pending  measures  the  amount  of  work  on  hand  in  the  DDS's. 
Nationally,  persons  with  disabilities  have  their  cases  in  DDS's  with  pending  work- 
loads of  up  to  16.7  weeks.  The  National  average  is  10  weeks  with  some  of  the  larg- 
est states  in  the  nation  exceeding  this  average  (New  Jersey  15.2,  New  York  10.6, 
Georgia  10.3,  Michigan  14.3,  Ohio  16.7  and  California  at  13.9).  Some  other  states 
with  very  high  pendings  are  Nevada  16.4,  Hawaii  14.3,  West  Virginia  14.0,  Arkan- 
sas 12.4  and  Wisconsin  11.5. 

Two,  as  of  February  26,  1993,  there  were  14  states  that  could  not  assign  55,007 
cases  to  disability  examiners  due  to  high  workloads  and  staffing  shortage.  That  is 
55,007  unemployed  Americans  with  a  physical  or  mental  impairment  whose  case 
must  sit  because  of  inadequate  funding. 

Three,  based  upon  actual  and  projected  spending  for  the  first  six  months  of  this 
fiscal  year,  DDS's  will  dispose  of  1,653,150  cases  at  a  cost  of  $521,170,025.  This 
leaves  $464,356,538  for  the  last  half  of  the  fiscal  year  at  current  funding  levels. 
Thus,  the  DDS's  needed  to  spend  53  percent  of  our  annual  allocation  to  process 
1,653,150  cases.  Without  additional  funding,  we  will  only  be  able  to  process 
1,317,050  cases  during  the  second  half  of  the  fiscal  year  for  a  total  of  3,024,200 
cases.  With  cases  receipts  projected  at  3,294,763  cases,  the  DDS's  will  loose  our  cur- 
rent momentum  in  reducing  pendings  and  will  find  ourselves  with  a  higher  pending 
than  we  started  the  year  with. 

Funding  for  fiscal  year  1994  must  be  sufficient  to  allow  the  DDS's  to  continue  to 
hire  staff  that  will  handle  the  tremendous  disability  workloads. 

ADDITIONAL  EMPLOYMENT  RELATED  TO  DISABILITY  PROCESSING 

The  DDS's  must  have  additional  full  time  permanent  staff  to  meet  our  current 
and  future  workload  challenges.  In  addition  to  an  8.5  percent  attrition  rate  this  fis- 
cal year,  it  must  be  noted  that  the  DDS  infrastructure  has  been  gutted  during  the 
past  three  years.  Our  country  needs  highways,  bridges,  airports,  and  rail  transpor- 
tation to  support  our  economy.  In  a  like  manner  the  DDS's  need  medical  relations 
officers,  in-service  trainers,  quality  assurance  staff,  and  other  support  mechanisms 
to  provide  a  timely,  well  documented,  and  accurate  disability  determination.  Be- 
cause of  inadequate  funding,  we  have  either  eliminated  or  significantly  reduced 
these  functions  to  a  point  where  the  quality  of  the  service  we  provide  has  suffered. 

DDS  staff  have  been  working  tremendous  amounts  of  overtime  during  the  last  3 
years.  So  far  this  fiscal  year  DDS  overtime  hours  worked  have  equated  to  662.1  full 
time  equivalent  staff.  With  an  8.5  percent  attrition  rate  this  fiscal  year  and  very 
limited  hiring,  DDS's  have  lost  468  staff  while  only  adding  322.  Even  if  no  attrition 
had  occurred,  we  still  would  not  have  had  sufficient  staffing  to  keep  pace  with  case 
receipts. 

There  are  new  workloads  on  the  horizon  such  as  increased  Continuing  Disability 
Reviews  and  another  re-review  of  70,000  denied  childhood  claims  filed  after  the 
Zebley  Supreme  Court  decision.  Potential  class  members  from  the  fourteen  known 
class  action  suits  pending  total  a  staggering  1.3  million.  These  real  and  potentially 
new  workloads  must  be  factored  into  any  budget  planning  efforts. 

Additionally,  projected  workloads  for  fiscal  years  1994  and  1995  are  3,253,930  and 
3,315,230  cases  respectively.  Please  note  that  these  projections  are  higher  than  the 
record  number  of  case  receipts  expected  for  the  current  fiscal  year  at  3,294,763. 

It  should  also  be  recognized  that  performing  the  audit  function  of  Continuing  Dis- 
ability Reviews  will  help  save  both  trust  fund  (Title  II)  and  general  fund  (Title  XVI) 
monies.  By  not  performing  CDR's  required  in  fiscal  years  1990  through  1993,  ac- 
cording to  SSA's  Office  of  the  Actuary,  the  trust  funds  will  lose  about  $1.4  billion 
by  the  end  of  1997  in  unnecessary  payments  to  persons  who  such  reviews  would 
identify  as  being  medically  recovered.  The  data  suggests  that  at  least  30,000  ineli- 
gible persons  remain  on  the  disability  rolls. 

INVESTMENT  IN  INFORMATION  SYSTEMS 

The  NCDDD  supports  efforts  to  make  our  current  claims  process  more  efficient 
and  to  then  realize  greater  benefits  by  automating  them. 

Automation  funding  for  DDS's  must  be  a  high  priority.  Funding  must  be  provided 
to  upgrade  DDS's  with  minimal  or  no  automation.  Funding  must  also  be  provided 
to  fully  support  DDS's  with  existing  systems  that  do  not  conform  with  SSA's  Mod- 
ernized Disability  System  (MDS)  until  such  time  as  these  DDS's  are  scheduled  to 
convert  to  the  new  architecture. 

The  greatest  disadvantage  of  the  proposed  LAN  investment  which  includes  the  de- 
velopment of  uniform  software  is  that  it  is  untested  in  the  DDS  environment.  There 
are  existing  hardware  and  software  systems  that  run  on  mini-computers  that  are 
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working  well.  The  proposed  MDS  and  LAN  investment  is  a  one  size  fits  all  concept 
that  may  not  be  able  to  meet  the  requirements  of  individual  state  parent  agencies. 

In  conclusion,  the  National  Council  of  Disability  Determination  Directors  is  com- 
mitted to  providing  the  highest  level  of  service  to  persons  with  disabilities.  In  order 
to  accomplish  this,  we  recommend: 

One,  that  a  $302  million  supplemental  appropriation  for  fiscal  year  1993  be  pro- 
vided as  soon  as  possible; 

Two,  that  DDffs  be  provided  a  budget  for  the  entire  fiscal  year  (1994)  based  upon 
anticipated  case  receipts;  and 

Three,  that  the  DDS's  automation  efforts  be  fully  funded. 

Senator  Kohl.  Thank  you,  Mr.  Jones. 

Mr.  Jones,  you  recommend  that  Social  Security  disability  deter- 
mination services  be  allowed  to  hire  staff  to  the  level  that  would 
let  case  processing  keep  up  with  case  receipts.  In  your  opinion  how 
much  would  this  cost,  and  in  your  opinion  what  is  the  level  of  cur- 
rent staff  shortages? 

Mr.  Jones.  Currently  the  DDS's  are  down  by  about  500  posi- 
tions, and  the  1994  projections  show  an  additional  518  positions 
lost.  So,  by  the  end  of  1994,  we  are  looking  at  being  down  over 
1,000  positions  from  where  we  are  today — or  excuse  me — where  we 
started  out  this  current  fiscal  year.  We  would  estimate  that  we 
would  need  another  $200  million  to  $300  million  in  order  to  main- 
tain adequate  staffing  and  then  additional  moneys  to  fund  automa- 
tion. 

Senator  Kohl.  $200  million  to  $300  million  did  you  say? 

Mr.  Jones.  Yes,  sir. 

Senator  Kohl.  All  right.  We  thank  you  very  much. 

STATEMENT  OF  RALPH  J.  MOORE,  JR.,  THE  ARC 

Senator  Kohl.  Next  we  have  Ralph  Moore  from  the  Association 
of  Retarded  Citizens  [ARC].  Mr.  Moore. 

Mr.  Moore.  Thank  you,  Mr.  Chairman. 

My  name  is  Ralph  Moore.  I  am  the  chairman  of  the  National 
Governmental  Affairs  Committee  of  the  ARC.  This  year  the  ARC 
marks  its  43d  year  of  nationwide  service  to  people  with  mental  re- 
tardation and  their  families. 

People  with  mental  retardation  constitute  one  of  the  Nation's 
largest  groups  of  citizens  with  disabilities.  One  out  of  every  10 
Americans  has  a  family  member  with  mental  retardation.  More 
than  100,000  newborn  children  are  likely  to  be  added  to  this  group 
each  year  unless  we  adopt  far-reaching  preventive  measures. 

Government  must  and  does  play  a  vital  role  in  providing  early 
intervention,  education,  vocational  training,  health,  housing,  and 
other  important  services  to  people  with  mental  retardation  and 
their  families.  Prevention  of  mental  retardation  and  other  disabil- 
ities also  has  to  rely  heavily  on  Government  support. 

The  ARC  recognizes  the  difficult  choices  that  the  administration 
and  the  103d  Congress  and  this  subcommittee  face  as  you  seek  to 
reduce  the  deficit  and  stimulate  the  economy  and  maintain  and  ex- 
pand critical  programs.  Just  as  our  Nation  faces  an  ongoing  eco- 
nomic struggle,  many  people  with  mental  retardation  among  others 
are  facing  personal  disasters  as  Federal,  State,  and  local  govern- 
ments, singly  and  in  combination,  cut  back  on  the  funding  of  serv- 
ices that  are  essential  for  them. 

We  studied  President  Clinton's  Vision  for  Change  in  America  and 
his   specific  fiscal  year   1994   spending  proposals.   Unfortunately, 
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most  of  the  President's  recommendations  will  not  provide  the  level 
of  support  needed  to  meet  the  needs  of  our  Nation's  7  million  citi- 
zens with  mental  retardation. 

People  with  mental  retardation  and  their  families  also  have  a  vi- 
sion for  change  in  America,  a  vision  where  they  have  access  to 
quality  health  care,  enjoy  sound  educational  opportunities,  and  con- 
tribute to  our  economy  as  consumers  and  taxpayers  through  mean- 
ingful employment.  For  many  their  vision  can  only  be  achieved 
through  an  expanded  Federal  role  in  key  programs. 

Your  subcommittee  has  jurisdiction  over  a  large  number  of  pro- 
grams that  are  essential  to  people  with  mental  retardation  and 
their  families.  We  have  listed  a  number  of  the  key  programs  on  the 
last  page  of  our  statement  with  the  current  appropriation  levels, 
the  administration's  requests,  which  are  essentially  freeze  requests, 
and  the  recommendations  we  would  make.  We  urge  the  subcommit- 
tee and  the  Congress  to  do  its  best  to  fund  these  programs  at  the 
recommended  levels. 

We  need  continuing  and  expanded  support  for  a  number  of  key 
programs  under  the  Rehab  Act,  the  Individuals  with  Disabilities 
Education  Act,  the  Job  Training  Partnership  Act,  the  maternal  and 
child  health  block  grant,  the  title  XX  social  services  block  grant, 
and  the  Developmental  Disabilities  Act.  In  addition,  research  ac- 
tivities of  the  mental  retardation  and  developmental  disabilities 
branch  of  the  National  Institute  of  Child  Health  and  Human  Devel- 
opment needs  support. 

The  ARC  also  recommends  increases  for  vital  prevention  initia- 
tives such  as  CDC's  lead  poisoning  prevention  program,  disabilities 
prevention  program,  the  fetal  alcohol  syndrome  prevention  pro- 
gram, spina  bifida,  and  anencephaly  prevention  program,  and  the 
birth  defects  surveillance  program.  We  also  strongly  support  the 
President's  proposed  immunization  initiative  to  increase  childhood 
vaccinations. 

We  share  concerns,  which  were  touched  on  in  the  last  testimony, 
about  the  serious  staff  shortages  and  the  waiting  periods  of  the  So- 
cial Security  Administration.  We  urge  the  committee  to  take  a  seri- 
ous look  at  them  because  they  seriously  affect  people  who  are  at 
great  risk. 

Finally,  we  urge  the  Congress  to  allocate  resources  to  work  on 
implementation  of  the  Americans  with  Disabilities  Act  by  the  Na- 
tional Institute  on  Disability  and  Rehabilitation  Research,  the 
President's  Committee  on  Employment  of  People  with  Disabilities, 
and  the  National  Council  on  Disability. 

PREPARED  STATEMENT 

Mr.  Chairman,  the  ARC  is  very  pleased  to  have  had  this  oppor- 
tunity to  share  our  views  and  recommendations  on  these  critical 
programs.  We  want  to  thank  the  subcommittee  for  the  strong  sup- 
port that  we  received  in  the  past  and  urge  you  to  continue  it  in  the 
future. 

[The  statement  follows:] 

Statement  of  Ralph  J.  Moore,  Jr. 

Mr.  Chairman,  Committee  Members,  it  is  an  honor  and  a  pleasure  to  appear  be- 
fore you  today.  My  name  is  Ralph  J.  Moore,  Jr.  I  am  a  member  of  The  Arc  of  Mary- 
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land  and  Chairman  of  The  Arc's  national  Governmental  Affairs  Committee.  This 
year  The  Arc  marks  its  43rd  year  of  nationwide  service  to  people  with  mental  retar- 
dation and  their  families. 

MENTAL  RETARDATION  AND  FEDERAL  POLICY 

People  with  mental  retardation  constitute  one  of  our  nation's  largest  groups  of 
citizens  having  disabilities.  Today,  one  out  of  every  10  Americans  has  a  family  mem- 
ber with  mental  retardation.  Slightly  more  than  100,000  newborn  children  are  likely 
to  be  added  to  this  group  each  year  unless  far-reaching  preventative  measures  are 
discovered  and  used.  Mental  retardation  cuts  across  the  lines  of  racial,  educational, 
social,  religious  and  economic  background. 

Government  must  and  does  play  a  vital  role  in  providing  early  intervention,  edu- 
cation, vocational  training,  health,  housing  and  other  important  services  to  people 
with  mental  retardation  and  their  families.  Prevention  of  mental  retardation  and 
other  disabilities  also  must  rely  heavily  on  government  support. 

The  Arc  clearly  recognizes  the  difficult  choices  facing  the  Clinton  Administration, 
the  103rd  Congress,  and  this  Subcommittee  as  you  seek  to  reduce  the  deficit,  invig- 
orate the  economy,  and  maintain  and  expand  critical  programs.  As  our  nation  faces 
an  ongoing  economic  struggle,  many  people  with  mental  retardation,  among  others, 
are  facing  personal  disasters,  as  federal,  state  and  local  governments,  singly  and  in 
combination,  are  increasingly  unable  to  provide  even  basic  essential  services  to 
them.  We  are  keenly  aware  that  tens  of  thousands  of  people  with  mental  retarda- 
tion linger  on  interminable  waiting  lists  for  community  based  services.  Tens  of  thou- 
sands more  languish  in  inappropriate  and  costly  congregate  care  facilities  such  as 
institutions  and  nursing  homes.  Thousands  of  others  are  young  adults  who  have 
completed  their  education  but  are  forced  into  wasteful  idleness  at  home  or  in  the 
streets  because  of  the  lack  of  resources  and  training  opportunities  which  lead  to  real 
jobs.  Unfortunately,  they  become  part  of  the  statistics  that  result  in  our  economic 
crisis  instead  of  being  part  of  the  solution. 

We  have  studied  President  Clinton's  Vision  for  Change  in  America  proposals  and 
his  specific  fiscal  year  1994  spending  proposals.  Unfortunately,  most  of  the  Presi- 
dent's recommendations  will  not  provide  the  level  of  support  needed  to  meet  the 
needs  of  our  nation's  seven  million  citizens  with  mental  retardation. 

People  with  mental  retardation  and  their  families  also  have  a  vision  for  change 
in  America,  a  vision  where  they  have  access  to  quality  health  care,  enjoy  sound  edu- 
cational opportunities,  and  contribute  to  our  economy  as  consumers  and  taxpayers 
through  meaningful  employment.  For  many,  their  vision  can  only  be  achieved 
through  an  expanded  federal  role  in  key  programs. 

Most  of  the  President's  recommendations  for  disability-specific  programs  within 
the  Departments  of  Labor,  Health  and  Human  Services  and  Education  are  frozen 
at  the  current  fiscal  year  1993  levels  or  provide  cost-of-living  increases.  None  of 
these  programs  would  be  able  to  serve  additional  people  and  many  will  require  cut- 
backs in  services  due  to  the  impact  of  inflation.  We  now  look  to  the  Congress,  as 
we  have  done  so  often  in  the  past,  to  secure  the  funding  levels  necessary  to  begin 
to  serve  the  tens  of  thousands  of  persons  with  mental  retardation  who  are  on  wait- 
ing lists. 

A  number  of  high  priority  programs  which  are  critical  in  the  lives  of  children  and 
adults  with  mental  retardation  and  their  families  fall  within  the  jurisdiction  of  this 
Subcommittee.  The  Arc  has  prepared  a  list  of  these  high  priority  programs  which 
affect  the  lives  of  people  with  mental  retardation  and  their  families.  The  list  in- 
cludes our  recommendations  for  fiscal  year  1994  funding  levels.  We  urge  this  Sub- 
committee and  the  Congress  to  do  its  best  to  fund  these  programs  at  the  rec- 
ommended levels. 

Key  among  these  programs  are  the  discretionary  programs  within  the  Rehabilita- 
tion Act,  and  the  Individuals  with  Disabilities  Education  Act.  Others  include  the  Job 
Training  Partnership  Act,  the  Maternal  and  Child  Health  Block  Grant,  the  Title  XX 
Social  Services  Block  Grant,  and  the  programs  within  the  Developmental  Disabil- 
ities Act.  Each  of  these  warrant  continuing  and  expanded  support,  as  do  the  impor- 
tant research  activities  carried  out  in  the  Mental  Retardation  and  Developmental 
Disabilities  branch  of  the  National  Institute  of  Child  Health  and  Human  Develop- 
ment. 

The  Arc  also  recommends  increases  for  vital  prevention  initiatives  such  as  the 
Centers  for  Disease  Control  and  Prevention's  Lead  Poisoning  and  Prevention  pro- 
gram, Disabilities  Prevention  program,  Fetal  Alcohol  Syndrome  Prevention  program, 
Spina  Bifida  and  Anencephaly  Prevention  program,  and  Birth  Defects  Surveillance 
program.  We  are  strongly  supportive  of  President  Clinton's  proposed  immunization 
initiative  to  increase  childhood  vaccinations. 
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The  Arc  recommends  that  Congress  review  the  serious  staff  shortages  in  the  So- 
cial Security  Administration  which  currently  produce  an  average  of  a  seven  month 
waiting  period  to  determine  eligibility  for  Social  Security  benefits  for  people  with 
disabilities.  These  lengthy  delays  put  numerous  people  with  severe  disabilities  at 
great  risk. 

Finally,  we  urge  the  Congress  to  allocate  resources  to  several  entities,  particularly 
the  National  Institute  on  Disability  and  Rehabilitation  Research,  the  President's 
Committee  on  Employment  of  People  with  Disabilities,  and  the  National  Council  on 
Disability  so  that  they  might  carry  out  important  technical  assistance  and  other  ac- 
tivities related  to  the  implementation  of  the  Americans  with  Disabilities  Act.  These 
activities  inform  businesses  and  the  disability  community  as  they  attempt  to  learn 
about  how  this  landmark  law  affects  them,  leading  to  better  and  prompter  compli- 
ance and  less  litigation,  both  worthy  goals. 

Mr.  Chairman,  The  Arc  is  very  pleased  to  have  had  this  opportunity  to  share  our 
views  and  recommendations  on  these  critical  programs  with  the  Committee.  We 
want  to  thank  you  for  your  strong  support  in  the  past  and  urge  you  once  again  to 
be  responsive  to  the  needs  of  people  with  mental  retardation  through  an  appropria- 
tions bill  that  will  allow  for  quality  and  growth  in  these  programs. 

FISCAL  YEAR  1994  LABOR-HHS-ED  APPROPRIATIONS 
[In  millions] 


Fiscal  year- 


Program 


1992  appropria- 
tion 


1993  appropria- 
tion 


1994  administra- 
tion request 


1994  rec- 
ommendation 


Department  of  Labor — JTPA: 

Block  grant  and  summer  youth  2.456.4  2.412.4  3,405.5  3,609.6 

Pilots  and  demonstrations 35.8  35.1  35.1  41.1 

Department  of  Health  and  Human  Services  block 
grants: 

MCH  block  grant  650.0  664.6  705.0  746.0 

Title  XX  block  grant  2,800.0  2,800.0  2.800.0  3.000.0 

Center  for  Disease  Control: 

Immunization 297.8  341.7  668.0  668.0 

Lead  poisoning  prevention  23.0  29.8  30.0  40.0 

Disability  prevention  13.5  13.0  13.0  15.0 

Research: 

NINDS  585.0  601.7  590.0  901.0 

NICHD  526.6  529.8  542.4  685.0 

Developmental  disabilities: 

State  grant 67.7  67.3  67.3  77.4 

P&A 22.5  22.5  22.5  30.0 

UAP 16.0  16.1  16.1  23.0 

Special  projects 3.2  3.2  3.2  4.5 

Department  of  Education — Individuals  with  Disabil- 
ities Education  Act: 

State  grant 1,976.1  2,052.7  2,163.7  3,052.7 

Preschool  grant  320.0  325.8  343.7  642.5 

Part  H  State  grant  175.0  213  3  256.3  342.0 

Early  childhood 25.0  25.2  25.2  40.7 

Transition  19.0  22.0  22.0  49.7 

Personnel  development  89.8  90.2  90.2  123.8 

Parent  training  12.0  12.4  12.4  17.6 

313  program  143.0  126.4  113.8  170.0 

Vocational  rehabilitation: 

State  grant 1,788.0  1,865.0  1.933.4  2,500  0 

Supplemental  employment  State  grant  31.1  32.3  33.1  60.0 

Technology  assistance  28.0  34.1  37.7  40.0 

Independent  living  State  grant 14.2  15.4  15.8  25.0 

Independent  living  centers  29.0  31.4  34.4  45.0 

Training  36.7  39.6  39.6  50.0 

NIDRR  61.0  67.2  67.2  80.0 


Senator  Kohl.  Well,  thank  you  very  much,  Mr.  Moore.  We  appre- 
ciate your  testimony. 
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Mr.  Moore,  you  talk  about  the  long  waiting  lists  for  community- 
based  services  for  the  mentally  retarded.  Do  you  have  any  estimate 
on  how  much  you  think  these  long  waiting  lists  of  people  who  are 
looking  for  services  is  costing  this  country  of  ours? 

Mr.  Moore.  I  might  be  able  to  provide  you  with  some  dollar 
quantification  of  that.  My  judgment  is  that  the  cost  is  enormous  in 
terms  of  the  foregone  productivity  of  these  people,  the  amount  of 
effort  that  parents  and  others  who  are  prevented  themselves  from 
being  productive  put  into  their  care.  The  cost  is  very  large. 

Senator  Kohl.  I  am  sure  you  are  right. 

Well,  we  thank  you  very  much,  Mr.  Moore,  and  gentlemen,  we 
appreciate  your  being  here  today. 

Our  last  panel  consists  of  Rebecca  Ogle,  Frederick  Menz,  Dianne 
Greyerbiehl,  and  Stephen  Strickland.  Thank  you  very  much  for 
being  here,  folks.  Our  first  panelist  will  be  Rebecca  Ogle  from  the 
NIH  Advisory  Board  on  Medical  Rehabilitation  Research.  We  ap- 
preciate your  being  here. 

STATEMENT  OF  REBECCA  OGLE,  AMERICAN  CONGRESS  OF  REHABILI- 
TATION MEDICINE 

Ms.  Ogle.  Hi.  Thank  you.  Good  morning. 

You  have  my  written  testimony.  A  lot  of  what  I  have  to  say  is 
going  to  come  completely  from  the  heart. 

I  have  had  the  privilege  to  listen  to  most  of  the  testimony  pro- 
vided, and  the  only  conclusion  I  could  come  to  is  that  you  all  have 
a  very  big  challenge  ahead  of  you  because  most  of  the  programs, 
if  not  all  of  the  programs,  have  a  very  valid  and  important  place 
in  society.  Without  them,  we  will  go  back  to  second-class  citizen- 
ship of  people  with  disabilities. 

Disability  has  a  major  economic  impact  on  our  society  and  can 
have  a  devastating  effect  on  persons  with  disabilities,  their  fami- 
lies, and  their  communities.  It  is  estimated  that,  as  you  heard  this 
morning,  there  are  about  43  million  Americans  with  disabilities. 
The  number  increases  as  society  ages.  As  medical  technology  im- 
proves, that  number  increases.  We  can  sustain  life  where  we  were 
not  able  to  sustain  life  30  years  ago.  I  am  an  example  of  that. 

Disability  costs  about  $170  billion  annually.  It  results  in  major 
functional  limitations  of  people  with  disabilities.  It  restricts  their 
mobility,  reduces  sensory  capacities,  communication  problems,  and 
intellectual  deficits. 

The  research  that  is  conducted  by  the  National  Center  for  Medi- 
cal Rehabilitation  Research  will  affect  individuals  who  have  sus- 
tained a  stroke,  amputation,  head  injury,  spinal  cord  injury,  arthri- 
tis, hip  fractures,  multiple  sclerosis,  spina  bifida,  cerebral  palsy, 
and  the  list  goes  on.  It  impacts  people  with  physical  disabilities, 
not  mental  disabilities,  but  cognitive  and  behavioral  problems. 

Consensus  has  been  reached  that  medical  rehabilitation  in  the 
health  care  delivery  system  is  cost  effective  and  often  reduces  the 
medical  cost  in  the  long  term,  but  little  research  has  been  con- 
ducted to  see  what  the  measurement  and  the  assessment  and  out- 
comes of  rehabilitation  and  the  interventions  on  various  physical 
disabilities  are. 

We  are  in  a  catch-22  situation.  The  President  has  only  rec- 
ommended $10.6  million  for  the  center.  We  are  asking  for  $20  mil- 
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lion.  I  believe  that  the  President  has  received  inadequate  informa- 
tion about  the  importance  and  the  significance  of  these  programs 
at  the  National  Center.  In  the  President's  budget,  we  will  only  be 
able  to  fund  three  to  five  additional  programs  in  fiscal  year  1994. 
In  fiscal  year  1993,  many  of  the  programs  that  are  being  supported 
have  been  drastically  reduced  because  of  insufficient  appropriations 
in  fiscal  year  1993.  We  were  unable  to  undertake  programs  that 
look  at  prosthetic  services  following  traumatic  injury.  It  is  at  a  re- 
duced level.  We  are  still  looking  at  it,  but  it  is  at  a  very,  very  re- 
duced level. 

Yesterday  we  completed  the  final  stages  of  two  prosthetic  limbs 
for  myself.  It  is  incredible  what  medical  technology  has  provided 
for  me.  These  legs  are  made  out  of  silicone,  lightweight.  They  have 
quantum  feet,  which  will  enable  me  to  take  a  quantum  leap  when 
things  get  tough.  They  will  reduce  the  risk  of  pressure  sores.  We 
can  see  through  it.  It  is  a  plastic  molding,  and  I  can  be  able  to 
identify  where  I  am  getting  pressure  right  when  it  happens  as  op- 
posed to  the  older  legs  that  you  couldn't  see.  Many  times  people 
with  limited  sensation  do  not  know,  and  you  have  to  check  your 
legs  continuously.  It's  a  real  pain  to  have  to  take  your  legs  on  and 
off  just  to  check  to  see  if  you  are  getting  a  sore.  But  due  to  the  sup- 
ported research  out  at  NCMRR,  we  are  increasing  our  knowledge 
about  what  works  and  what  does  not  work  for  prosthetic  limbs. 

In  addition,  the  $20  million  will  allow  us  to  look  at  spina  bifida, 
multiple  sclerosis,  head  injury,  and  we  all  know  how  inadequate 
the  services  are  for  these  groups  of  people. 

We  will  also  look  at  post-polio  and  fatigue. 

PREPARED  STATEMENT 

Just  yesterday  I  also  learned  that  I  will  be  entering  the  hospital 
for  a  3- week  stint  for  a  skin  breakdown.  That  is  one  of  the  pro- 
grams that  we  had  to  cut  back  due  to  insufficient  funds.  Many  peo- 
ple with  disabilities  needlessly  suffer  from  skin  breakdown.  We 
know  so  little  about  it  and  so  little  about  the  treatment;  3  weeks 
of  my  life  will  be  cut  off  just  because  we  don't  know  enough  about 
it  to  prevent  them  yet. 

I  would  encourage  you  all — and  I  know  you  have  tough  decisions 
to  make,  but  the  programs  out  at  NCMRR  are  very  valuable  to  peo- 
ple with  disabilities,  their  families,  and  the  communities  which 
they  live  in. 

[The  statement  follows:] 

Statement  of  Rebecca  Ogle 

Mr.  Chairman,  we  are  all  hopeful  that  President  Clinton's  belief  in  investment  in 
programs  that  would  have  the  potential  for  significant  return  would  have  been  re- 
flected in  the  President's  budget  proposals  for  medical  rehabilitation  research.  The 
President  has  stated  that  "we  are  all  in  this  together"  and  that  there  is  a  place  for 
everyone  in  this  nation's  future.  People  with  disabilities  are  a  part  of  this  future 
and  must  have  the  tools  to  empower  themselves.  Medical  rehabilitation  research  is 
the  key  to  this  empowerment.  In  order  to  attain  the  goals  established  in  the  Ameri- 
cans with  Disabilities  Act  and  to  enhance  the  productivity  of  persons  with  disabil- 
ities, a  substantial  investment  in  medical  rehabilitation  research  is  imperative.  The 
President's  budget  doesn't  have  such  research  investment. 
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THE  NATIONAL  CENTER  FOR  MEDICAL  REHABILITATION  RESEARCH 

Disability  has  a  major  economic  impact  on  our  society  and  can  have  a  devastating 
effect  on  persons  with  disabilities,  their  families,  and  their  communities.  Between 
35  and  43  million  Americans  have  one  or  more  conditions  that  result  in  a  limitation 
of  life  activities.  The  annual  economic  costs  of  disabilities  exceed  $170  billion.  Major 
functional  limitations  of  people  with  disabilities  include  restricted  mobility,  reduced 
sensory  capacities,  commumcation  problems,  and  intellectual  deficits.  Health  prob- 
lems associated  with  chronic  disorders  have  created  an  increased  set  of  challenges 
for  the  health  care  system. 

In  human  terms,  research  supported  by  the  NCMRR  will  affect  individuals  who 
have  sustained  stroke,  amputation,  head  injury,  spinal  cord  injury,  arthritis,  hip 
fractures,  and  related  frailty  among  the  elders,  multiple  sclerosis,  spina  bifida,  cere- 
bral palsy,  muscular  dystrophy,  and  AIDS.  Each  year  there  are  500,000  new  head 
injuries,  150,000  new  amputees,  10,000  new  spinal  iniury  cases,  and  500,000 
strokes.  A  total  of  up  to  500,000  persons  have  multiple  sclerosis,  and  200,000  have 
AIDS.  Each  of  these  conditions  can  result  in  severe  physical  disability.  The  Center's 
purpose  is  to  stimulate  research  to  improve  the  function  of  individuals  with  these 
types  of  disabilities.  The  achievement  of  these  goals  will  reduce  institutionalization 
in  nursing  homes,  reduce  hospitalization,  increase  work  and  productivity  and  im- 
prove the  quality  of  life  for  persons  with  disabilities.  While  consensus  has  been 
reached  that  rehabilitation  in  the  health  care  delivery  system  is  cost  effective  and 
often  reduces  medical  costs  in  the  long  term,  little  research  has  been  conducted  on 
measurement,  assessment,  and  outcomes  of  rehabilitation  interventions  on  various 
physical  disabilities. 

PROGRESS  AT  NCMRR 

Marcus  I.  Fuhrer,  Ph.D.,  became  the  first  permanent  director  of  the  NCMRR  on 
April  5,  1993.  Dr.  Fuhrer  is  known  internationally  for  his  work  in  medical  rehabili- 
tation research,  particularly  in  the  areas  of  rehabilitation  outcomes  and  the  lifelong 
adjustment  to  spinal  cord  injury.  Dr.  Fuhrer  comes  to  the  NIH  from  Baylor  College 
of  Medicine  in  Houston,  Texas,  where  he  has  been  a  professor  in  the  Department 
of  Physical  Medicine  and  Rehabilitation  since  1973.  Dr.  Fuhrer  also  has  a  long  asso- 
ciation with  The  Institute  for  Rehabilitation  Research  (TIRR)  in  Houston.  Dr.  Fuh- 
rer has  served  as  a  consultant  or  reviewer  for  several  federal  agencies  and  has  pub- 
lished extensively  in  various  professional  journals  in  the  fields  of  rehabilitation  and 
physiology. 

The  NCMRR  has  now  identified  in  its  rehabilitation  research  plan  seven  research 
priority  areas  that  cut  across  all  physical  disabilities,  including  those  disabilities 
that  have  cognitive  and  behavioral  elements.  These  areas  include  mobility,  behav- 
ioral adaptation  to  disability,  the  whole  body  system  response  to  disability,  assistive 
technology,  measurement  and  assessment  of  disability,  treatment  effectiveness  and 
training  of  rehabilitation  researchers.  A  wide  range  of  research  topics  are  encom- 
passed in  the  mission  of  the  center.  The  common  element,  however,  is  the  focus  on 
improving  the  function  of  persons  with  disabilities.  In  this  way,  the  NCMRR  is 
unique  within  the  National  Institutes  of  Health.  While  the  NIH  devotes  the  vast 
majority  of  its  funds  to  research  to  eliminate  certain  medical  conditions,  few  re- 
sources are  devoted  to  eliminating  or  reducing  the  disabling  effects  of  a  medical  con- 
dition once  it  presents  itself.  The  NCMRR  is  not  condition  or  disability  specific,  but 
conducts  and  supports  interdisciplinary  rehabilitation  research  on  issues  that  affect 
all  persons  with  pnysical  disabilities. 

FISCAL  YEAR  1994  BUDGET — RECOMMENDATIONS 

In  fiscal  year  1994,  we  are  requesting  a  budget  of  $20  million  for  the  National 
Center  for  Medical  Rehabilitation  Research.  The  President's  request  is  only  for 
$10.6  million  or  a  $700,000  increase.  The  President's  budget  will  fund  only  about 
3  to  5  new  research  projects.  A  $20  million  budget  would  enable  the  NCMRR  to  fund 
a  major  program  in  assistive  devices  and  complications  associated  with  skin  break- 
down. A  second  major  program  deals  with  the  production  of  genetically  engineered 
biological  products  to  enhance  function  for  persons  with  disabilities  such  as  products 
to  serve  as  skin  substitutes  and  to  enhance  tissue  regeneration.  Such  products  are 
especially  significant  for  trauma  survivors.  These  programs  were  developed  for  fiscal 
year  1993  but  were  unable  to  be  undertaken  because  of  insufficient  appropriations. 
An  outcomes  study  related  to  limb  salvage  versus  limb  amputation  and  prosthetic 
services  following  traumatic  injury  has  been  started  in  1993  but  at  a  reduced  level 
of  support.  Additional  funds  would  enable  this  study  to  test  the  utility  of  different 
prostheses  and  stump  regeneration. 
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In  addition,  a  $20  million  budget  would  support  research  to  improve  clinical  serv- 
ices and  improve  function  for  individuals  with  head  injury,  multiple  sclerosis,  stroke 
and  spina  bifida.  In  the  field  of  head  injury,  much  work  needs  to  be  done  to  develop 
community  based  services  to  enable  head  injury  survivors  to  function  independently 
and  to  return  to  work.  During  the  last  Congress,  hearings  in  both  the  House  and 
Senate  focused  upon  the  inadequate  services  furnished  to  individuals  with  head  in- 
jury in  many  institutional  programs.  The  clear  need  is  for  programs  that  will  enable 
a  person  with  a  head  injury  to  function  in  his  or  her  home  environment  and  in  the 
work  place  as  soon  as  possible.  Another  specific  area  in  which  the  National  Center 
for  Medical  Rehabilitation  Research  would  develop  programs  with  additional  re- 
sources is  post-polio  weakness  and  fatigue  syndrome.  A  research  program  in  this 
area  would  assess  the  cause  of  this  syndrome  and  test  the  efficacy  of  therapies  in 
achieving  improved  function.  This  Subcommittee  and  the  Senate  have  generally 
called  for  an  initiative  in  this  area  for  at  least  two  years,  but  resources  for  a  pro- 
gram have  not  been  available. 

A  $20  million  budget  would  also  enable  the  National  Center  for  Medical  Rehabili- 
tation Research  to  undertake  a  major  new  research  program  to  establish  effective 
medical  rehabilitation  techniques  for  lymphedema — angiodysplasia,  a  disorder  in- 
volving limb  asymmetry,  bony  overgrowth,  and  severe  skin  and  vascular  problems. 
With  additional  funds,  the  National  Center  for  Medical  Rehabilitation  Research 
would  also  undertake  a  program  in  the  spinal  cord  injury  area  to  improve  muscle 
function,  prevent  muscle  weakness  and  fatigue,  and  to  replace  missing  neurons  with 
functional  ones.  The  program  would  also  focus  the  cause  and  treatment  of  pressure 
sores,  and  the  management  of  respiratory  complications  in  spinal  cord  injury. 

Finally,  an  increase  would  enable  the  National  Center  for  Medical  Rehabilitation 
Research  to  fund  one  or  more  Research  Centers  of  Excellence  to  bring  basic  research 
scientists  and  clinicians  together  to  enhance  the  capacity  of  rehabilitation  science 
to  produce  effective  changes  in  services  for  people  with  disabilities.  Centers  would 
focus  on  areas  such  as  improving  mobility. 

Senator  Kohl.  Thank  you  very  much,  Ms.  Ogle. 

Ms.  Ogle,  how  many  projects  do  you  have  in  the  pipeline  that 
could  be  completed  if  you  were  fully  funded?  Any  estimate,  any 
guess? 

Ms.  Ogle.  Yes;  if  we  are  fully  funded — that  I  don't  know.  I  think 
there  is  like  15. 

Senator  Kohl.  Is  that  your  estimate,  about  15? 

Ms.  Ogle.  Yes. 

Senator  Kohl.  All  right.  Thank  you  very  much. 

STATEMENT  OF  FREDERICK  E.  MENZ,  Ph.D.,  PRESDDENT,  NATIONAL 
ASSOCIATION  OF  REHABILITATION  RESEARCH  AND  TRAINING 
CENTERS 

Senator  Kohl.  Next  we  have  Frederick  Menz  who  is  from  the 
National  Association  of  Rehabilitation  Research  and  Training  Cen- 
ters. Mr.  Menz,  glad  to  have  you  with  us. 

Dr.  Menz.  Good  morning,  Senator  Kohl.  Greetings  from  Wiscon- 
sin. 

I  am  the  president  of  the  National  Association  of  Rehabilitation 
Research  and  Training  Centers,  and  I  am  also  the  Associate  Direc- 
tor of  Research  and  Training  on  community  based  rehabilitation 
programs  at  the  University  of  Wisconsin. 

Before  I  present  my  testimony,  I  would  like  to  thank  all  of  the 
Senators  on  behalf  of  the  disability  community  for  your  leadership, 
commitment,  and  nonpartisan  support  for  the  reauthorization  of 
the  Rehabilitation  Act  and  for  your  courage  and  foresight  in  pas- 
sage of  the  Americans  with  Disabilities  Act.  I  feel  that  those  two 
pieces  of  legislation  will  do  more  to  positively  affect  the  lives  of  peo- 
ple with  disabilities  than  the  institutions  we  all  use  than  any  two 
pieces  of  legislation  I  have  seen  come  forth  in  the  past  2  decades. 
I  thank  you. 
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Today  I  am  here  to  testify  in  support  of  our  association's  identi- 
fied needs.  They  are  twofold.  One  is  to  request  full  and  sufficient 
support  to  carry  out  the  requirements  expected  under  the  Rehabili- 
tation Act  of  1992  of  research  and  training  centers  and,  second,  to 
request  an  increase  in  total  NIDRR  funding  from  the  present  $67 
million  to  $80  million  for  fiscal  year  1994.  Let  me  start  with  the 
centers  first. 

There  are  40  research  and  training  centers  currently  funded  by 
NIDRR.  These  centers  conduct  research  and  training  on  vocational, 
employment,  community,  independence,  psychological,  medical,  so- 
cial, and  public  policy  issues  of  concern  to  individuals  with  disabil- 
ities and  to  service  programs  authorized  under  the  act. 

These  centers  are  missioned  based,  outcome  directed,  and  respon- 
sible for  solving  complex  rehabilitation  related  problems.  They  are 
not  projects  per  se,  but  are  rather  centers  established  in  univer- 
sities in  medical  settings  for  the  most  part  to  conduct  multiyear 
and  multicycle  research.  They  represent,  as  the  Congress  has  noted 
in  past  reports  and  testimonies,  I  think  a  very  scarce  resource  of 
excellence. 

The  centers  are  the  major  NIDRR  activity,  and  again  was  strong- 
ly endorsed  by  Congress  during  hearings  on  the  reauthorization. 
Members  of  our  association  appreciate  that  support,  but  in  particu- 
lar appreciate  the  recognition  to  the  variety  and  value  of  contribu- 
tions that  these  centers  make  scientifically  and  for  people  with  dis- 
abilities and  the  programs  assisting  them. 

After  two  decades  of  work  as  a  researcher  at  our  center,  I  am 
convinced  of  three  things.  First,  centers  exist  solely  to  obtain  last- 
ing solutions  to  real  problems  preventing  individuals  with  disabil- 
ities from  achieving  their  goals  of  inclusion,  integration,  employ- 
ment, and  equity  in  American  society. 

Second,  as  America  approaches  the  21st  century,  we  must  make 
the  greatest  use  of  all  of  our  human  resources  and  must  ensure 
that  there  is  the  greatest  participation  of  our  citizens  from  all  cul- 
tural, disability,  economic,  and  geographic  sectors. 

Third,  the  centers  are  unilaterally  I  believe  pledged  to  obtaining 
solutions  for  people  in  the  following  ways:  interventions  and  inno- 
vations which  lengthen  individual  capacity  to  participate  in  society, 
practices  which  increase  individual  access  through  our  rehabilita- 
tion services  under  this  Federal  program,  programs  themselves 
which  specifically  increase  the  economic  participation  of  larger  por- 
tions of  our  American  population,  services  which  create  opportuni- 
ties and  ways  to  live  independently  in  our  community,  training  and 
technical  assistance  which  guides  families  and  the  professions  in 
best  ways  to  achieve  individual  employment  and  independent  living 
goals,  and  finally,  outcomes  which  continue  to  provide  high  return 
on  our  tax  dollars. 

My  position  here  is  that  in  the  1992  amendments  our  responsibil- 
ities were  increased  in  a  couple  of  significant  ways.  We  were  asked 
to  expand  our  efforts — actually  start  efforts  to  provide  technical  as- 
sistance to  families  and  individuals  with  disabilities,  and  then  to 
also  expand  our  efforts  to  actually  assist  in  the  adoption  of  prac- 
tices for  research.  Both  of  these  are  important,  but  neither  can  be 
accomplished  without  reducing  the  scope  of  our  efforts  or  without 
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increased  funding.  The  Congress  has  been  pretty  clear  that  they 
wish  that  there  be  adequate  funding  and  scope  for  these  programs. 

There  is  also  a  tendency  for  flat  funding  to  occur  across  the  5 
years  for  centers.  This  places  undue  hardship  on  centers  because 
actually  when  you  are  working  with  a  center,  you  are  trying  to 
maintain  resources  half  the  time,  and  by  the  time  the  fourth  year 
of  a  program  comes  around,  we  have  lost  at  least  25  percent  of 
those  resources. 

There  is  also,  unfortunately,  the  tendency  to  create  new  research 
and  training  centers  with  every  new  constituency  that  comes  to  the 
program.  This  has  created  in  the  past  5  years  numerous  increases 
in  terms  of  the  centers  and  a  likely  increase  of  another  10  centers 
while  not  adequately  sustaining  current  programs.  Essentially  the 
only  increases  to  date  for  NIDRR's  budget  that  I  am  aware  of  is 
a  $5  million  fund  transfer  from  RSA  for  spinal  injury  programs 
currently  administered  by  NIDRR  and  some  new  funds  to  carry  out 
ADA. 

PREPARED  STATEMENT 

The  five  things  that  we  are  specifically  requesting  that  the  com- 
mittee give  very  serious  consideration  to  is  that  the  average  level 
of  funding  for  centers  be  at  least  $800,000  for  fiscal  year  1994  to 
carry  out  the  four  requirements  under  the  amendments;  two,  that 
the  total  budget  for  the  40  centers  be  at  least  $32  million  in  order 
to  carry  out  the  priorities  across  all  40  centers;  third,  that  new 
funds  be  appropriated  to  support  activities  that  would  be  required 
by  the  additional  authorities  identified  for  the  NIDRR  in  1992 
amendments;  fourth,  that  where  new  centers  are  identified  in  the 
NIDRR  long-range  plan,  that  new  funds  be  appropriated  specifi- 
cally for  those  activities;  and  five,  that  the  NIDRR  be  appropriated 
$80  million  in  total  to  achieve  all  of  the  goals  and  activities  and 
authorities  required  of  it  under  those  1992  amendments. 

I  thank  you  again,  Senators,  for  the  opportunity  to  present  our 
position  and  again  for  your  support. 

[The  statement  follows:] 

Statement  of  Frederick  E.  Menz 

Mr.  Chairman,  good  afternoon  Senator  Harkin  and  distinguished  members  of  the 
Senate  Appropriations  Committee.  I  am  Frederick  E.  Menz,  President  of  the  Na- 
tional Association  of  Rehabilitation  Research  and  Training  Centers  (NARRTC)  and 
Associate  Director  and  Research  Director  for  the  Research  and  Training  Center  on 
Community-Based  Programs  at  the  University  of  Wisconsin-Stout  in  Menomonie, 
Wisconsin. 

Before  I  present  our  requests,  I  wish  to  thank  you  Senator  Harkin  and  other  dis- 
tinguished members  of  the  Senate  for  your  leadership,  commitment,  and  non- 
partisan support  for  the  reauthorization  of  the  Rehabilitation  Act  and  for  your  cour- 
age and  foresight  in  passage  of  the  Americans  With  Disabilities  Act.  Those  pieces 
of  legislation  will  do  more  to  positively  affect  the  lives  of  people  with  disabilities  and 
the  institutions  which  we  all  use  than  any  two  pieces  of  legislation  brought  forth 
in  the  past  decade.  On  behalf  of  the  many  of  us  in  the  disability  community,  I  re- 
state our  heartfelt  thanks  to  each  of  you. 

Today,  I  come  before  the  Subcommittee  to  testify  in  support  of  the  need  for  in- 
creased funding  for  the  National  Institute  on  Disability  and  Rehabilitation  Research 
and,  specifically,  the  need  for  full  and  sufficient  funding  to  support  the  added  re- 
quirements of  Rehabilitation  Research  and  Training  Centers  authorized  under  the 
Rehabilitation  Act. 
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REHABILITATION  RESEARCH  AND  TRAINING  CENTER  AND  SOLUTIONS  TO  PROBLEMS 

ARISING  FROM  DISABILITY 

There  are  40  Rehabilitation  Research  and  Training  Centers  (RRTC's)  funded  by 
the  National  Institute  on  Disability  and  Rehabilitation  Research  (NIDRR).  These  40 
RRTC's  have  historically  conducted  research  and  training  on  vocational,  employ- 
ment, community  independence,  psychological,  medical,  social,  and  public  policy  is- 
sues of  concern  to  individuals  with  disabilities  and  to  the  service  programs  author- 
ized under  the  Rehabilitation  Act. 

RRTC's  are  mission-based  and  outcome  directed  and  maintain  close  ties  to  the  dis- 
ability community  and  to  the  state-federal  rehabilitation  system.  The  Centers  are 
scientific,  national  resources  of  excellence  with  similarly  important  ties  to  our  finest 
universities,  medical  centers,  clinical  programs,  service  delivery  systems,  community 
providers,  and  the  professions.  RRTC  s,  because  of  the  solutions  they  have  achieved, 
have  been  recognized  and  sought  after  nationally  and  locally.  As  a  result  they  have 
developed  strong  ties  with  services  sponsored  through  the  Department  of  Education 
and  the  Institutes  of  Health  and  Mental  Health,  as  well  as  agencies  under  the  De- 
partment of  Labor. 

The  RRTC  program  is  the  major  NIDRR  activity  and  was  strongly  endorsed  by 
Congress  during  hearings  on  the  reauthorization  of  the  Rehabilitation  Act.  The 
NARRTC  appreciates  such  a  vote  of  confidence  from  the  Congress.  We  especially  ap- 
preciate its  recognition  of  the  variety  and  value  of  the  contributions  the  RRTC's 
nave  made  scientifically  and  for  persons  and  for  programs  intended  to  aid  in  disabil- 
ity improvements. 

While  the  Research  and  Training  Center  I  have  worked  with  for  nearly  two  dec- 
ades is  one  of  the  several  RRTC's  with  a  principal  mission  in  enhancing  vocational 
outcomes  for  American  citizens  with  disabilities,  like  all  RRTC's,  it  exists  solely  to 
obtain  lasting  solutions  to  the  real  problems  preventing  individuals  with  disabilities 
from  achieving  the  goals  of  inclusion,  integration,  employment,  and  equity  stated  in 
the  purpose  for  the  Rehabilitation  Act  as  amended  in  1992. 

America  is  faced  with  increasing  needs  for  solutions  which  maximize  human  re- 
sources and  insure  greatest  participation  of  the  largest  portion  of  citizens  from  all 
cultural,  disability,  economic,  and  geographic  sectors.  Each  of  the  40  NIDRR  funded 
RRTC's  is  an  important  link  in  the  national  rehabilitation  network.  Each  RRTC 
brings  unique  scientific  processes  to  address  and  solve  particular  parts  of  the  prob- 
lems brought  about  by  disability  for  individuals  and  for  American  society.  RRTC's 
are  pledged  to  continue  to  obtain  solutions  for  people  and  society  like  the  following: 

—Interventions  and  innovations  which  lengthen  and  prolong  individual's  capac- 
ities to  participate; 

— Practices  which  increase  individual  access  to  rehabilitation  services; 

— Programs  which  increase  the  economic  participation  of  larger  proportions  in  em- 
ployment; 

— Services  which  create  opportunities  and  means  to  live  independently  in  their 
own  communities; 

— Training  and  technical  assistance  which  guides  families  and  the  professions  in 
best  ways  to  achieve  individual  employment  and  independent  living  goals;  and 

— Outcomes  which  continue  to  provide  high  returns  on  America  tax  and  business 
dollar  investments  in  rehabilitation  of  persons  with  disabilities  served  through 
rehabilitation  programs. 

RATIONALE  FOR  NARRTC'S  FUNDING  REQUEST 

The  1992  Amendments  expand  the  responsibilities  for  Centers  in  two  ways:  to 
provide  technical  assistance  to  families  and  individuals  and  expanded  efforts  to  dis- 
seminate and  assist  in  the  adoption  of  new  knowledge  and  practices  derived  from 
research.  There  is  no  question  that  these  are  two  important  additions.  But,  neither 
additional  responsibility  can  be  achieved  unless  the  scope  of  a  Center's  efforts  is  re- 
duced or  the  funding  to  carry  out  all  functions  is  increased. 

In  recognition  of  the  expanded  role,  the  Act  specifies  that  RRTC  awards  shall  be 
for  5  years'  duration  to  enable  a  Center  to  achieve  the  linkages  with  agencies  and 
persons  with  disabilities  and  to  develop  comprehensive  research  and  training  pro- 
grams. The  legislative  history  of  the  Act  emphasizes  the  need  to  adequately  support 
each  Center  so  that  it  can  achieve  the  intended  results.  In  particular,  Senate  and 
House  committee  reports  indicate  the  need  to  adequately  fund  centers  in  existing 
priority  areas  before  establishing  new  priorities  and  centers. 

There  has  been  a  tendency  to  create  a  new  center  to  meet  every  issue  raised  by 
constituency  of  the  program.  Generally,  fully  operational  centers  need  to  be  funded 
at  $800,000  to  achieve  the  four  required  activities.  Many  of  the  existing  40  centers 
are  funded  at  $500,000  or  less  and  the  average  for  Centers  is  only  $600,000. 
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There  has  also  been  the  tendency  to  "flat-fund"  centers  across  the  five-year  period. 
Fully  operational  centers  must  maintain  capacity  to  achieve  their  missions,  includ- 
ing retaining  the  scarce  but  highly  qualified  professional  research  expertise;  con- 
tinue to  build  its  track  record;  maintain  research  sites,  linkages,  long-term  interfac- 
ing of  research;  and  to  cover  rising  costs  of  plant,  equipment,  and  production.  Oper- 
ating costs  of  RRTC's  do  not  remain  constant,  nor  do  they  decrease.  There  is  evi- 
dence among  NARRTC  member  centers  that  a  center's  capacity  to  carry  out  its  leg- 
islative charges  is  in  effect  reduced  by  more  than  25  percent  by  the  time  a  Center 
completes  its  fourth  year. 

Committee  reports  on  the  Act  stress  the  need  for  annual  updates  in  the  size  of 
grants  to  reflect  increased  annual  costs.  The  Senate  report  indicates  that  the 
NIDRR  should  "build  necessary  annual  increases  into  the  budgets  so  the  broad  mis- 
sions can  be  achieved  through  the  project  period."  The  Administration's  budget  re- 
quest recognized  this  as  a  reality  when  it  included  increased  dollars  to  maintain  ca- 
pacity for  two  other  such  nationally  important  resources;  Gallaudet  College  at 
Washington  and  the  National  Technical  Institute  for  the  Deaf  at  Rochester,  New 
York. 

Fiscal  year  1994  will  be  the  first  full  year  for  implementation  of  the  Rehabilitation 
Amendments.  In  fiscal  year  1992,  the  National  Institute  on  Disability  and  Rehabili- 
tation Research  budget  was  $61  million  and  in  fiscal  year  1993  it  is  $67.4  million, 
of  which  $5  million  is  a  transfer  from  the  Rehabilitation  Services  Administration  for 
the  spinal  cord  injury  model  systems  program  which  the  NIDRR  has  been  respon- 
sible for  administering.  The  real  increase  in  fiscal  year  1993  was  actually  only  $1.4 
million.  The  fiscal  year  1994  budget  request  also  remains  at  the  fiscal  year  1993 
level  of  $67.4  million. 

NARRTC'S  FUNDING  REQUEST 

Senator  Harkin,  members  of  the  Subcommittee,  the  NARRTC  strongly  urges  the 
following:  (1)  that  the  average  level  of  funding  provided  through  the  NIDRR  for  each 
operational  Rehabilitation  Research  and  Training  Centers  be  at  least  $800,000  in 
fiscal  year  1994  in  order  to  achieve  the  four  required  activities  under  the  Act;  (2) 
that  the  total  budget  for  the  RRTC's  be  at  least  $32  million  in  fiscal  year  1994  in 
order  to  achieve  the  Act's  requirements  for  40  Centers;  (3)  That  new  funds  be  appro- 
priated to  support  activities  that  would  be  required  by  the  additional  authorities 
identified  in  the  1992  Amendments;  (4)  that  where  any  additional  numbers  of 
RRTC's  are  identified  in  the  NIDRR's  long-range  plan  that  new  funds  be  appro- 
priated specific  to  those  activities;  (5)  that  the  NIDRR  be  appropriated  $80  million 
to  achieve  these  goals  and  to  support  traditional  and  additional  authorities  (e.g.,  in- 
creased numbers  of  research  and  training  centers,  implementation  of  new  activities 
required  under  the  ADA,  establishment  of  a  Research  Advisory  Council)  identified 
in  the  1992  Amendments. 

Senator  Kohl.  With  respect  to  the  training  centers,  you  are  re- 
questing, as  you  know,  30  percent  more  than  the  current  coverage. 
What  do  you  think  is  being  neglected  at  the  present  time  with  this 
funding  shortfall? 

Dr.  Menz.  A  couple  of  things.  I  will  go  back  to  the  point  about 
the  continuing  expansion.  I  think  NIDRR,  in  all  due  respects,  is 
trying  to  do  more  with  the  dollars  it  has.  Unfortunately,  in  trying 
to  do  more  with  the  dollars  it  has,  it  is  starting  to  diminish  what 
they  originally  set  out  to  do. 

I  remember  being  in  peer  review  up  to  5  or  6  years  ago  and  look- 
ing at  the  quality  and  scope  of  programs  that  will  be  offered  under 
the  field  initiated  research  projects,  and  the  most  recent  ones  I 
have  been  on,  I  have  noted  a  tremendous  decrease  in  that  scope. 
They  are  much  more,  if  you  will,  limited  concept  kinds  of  research. 
They  are  much  more  narrow  in  their  potential  and  much  more  nar- 
row in  their  value. 

I  do  not  think  it  is  a  matter  that  they  avoided  particular  activi- 
ties as  much  as  they  are  trying  to  spread  themselves  much,  much 
too  thin,  and  that  is  one  of  the  reasons  we  ask  that  they  not  pursue 
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another  10  new  centers  with  the  existing  dollars.  That  simply  does 
not  make  economic  sense  to  keep  stretching  it  that  far. 

Senator  Kohl.  You  are  at  the  University  of  Wisconsin,  Mr.  Menz. 

Dr.  Menz.  Yes,  I  am. 

Senator  Kohl.  How  long  have  you  been  there? 

Dr.  Menz.  Some  20  years.  Actually  you  and  I  met  5  years  ago 
when  I  became  associate  director  of  the  center,  and  you  were  just 
walking  into  Congress  at  that  time. 

Senator  Kohl.  It  is  a  great  place  to  teach,  isn't  it? 

Dr.  Menz.  It  is  a  wonderful  State.  It  is  a  wonderful  place  to  live. 
Having  been  a  transplant  from  Chicago,  I  fully  love  it  up  there. 

Senator  Kohl.  I  went  to  school  there  and  I  had  the  best  4  years 
of  my  life  there  when  I  was  there. 

Dr.  Menz.  Great. 

Senator  Kohl.  Yes;  good  to  see  you  here  today. 

Dr.  Menz.  Likewise.  Thank  you  for  your  help. 

Senator  Kohl.  Thank  you  very  much. 

STATEMENT  OF  DIANNE  GREYERBIEHL,  PRESIDENT,  ASSOCIATION 
FOR  THE  EDUCATION  OF  REHABDLITATION  FACILITY  PERSON- 
NEL 

Senator  Kohl.  Well,  we  have  Dianne  Greyerbiehl  here  today. 
She  is  with  the  Association  for  the  Education  of  Rehabilitation  Fa- 
cility Personnel.  We  are  delighted  you  are  here  with  us  today. 

Ms.  Greyerbiehl.  Thank  you.  I  am  the  director  of  the  center  for 
human  services  development  also  at  the  University  of  Maryland, 
and  I  am  president  of  the  Association  for  the  Education  of  Rehabili- 
tation Facility  Personnel,  a  mouthful.  AERFP  is  a  national  organi- 
zation who  represents  training  programs,  whose  purpose  is  to  up- 
grade the  skills  of  professionals  and  paraprofessionals  in  commu- 
nity rehabilitation  programs  so  that  they  may  better  serve  the  em- 
ployment and  independent  living  needs  of  people  with  disabilities. 

The  question  is  can  we  accomplish  this  purpose  if  we  have  no 
new  moneys  to  train  the  people  who  will  give  persons  with  disabil- 
ities the  skills  to  compete  in  today's  job  market.  Under  the  budget 
submitted  by  the  administration,  training,  along  with  many  other 
programs,  will  receive  the  same  funding  they  received  for  the  cur- 
rent fiscal  year.  Tough  decisions.  With  the  new  initiatives  Congress 
funded  for  training  in  1994,  we  will  not  even  be  able  to  meet  the 
costs  that  will  go  up  due  to  inflation. 

Let  me  tell  you  how  we  are  already  affected  by  less  than  ade- 
quate resources  at  the  University  of  Maryland.  Last  year  we  were 
able  to  train  500  managers  and  500  direct  staff  personnel  in  com- 
munity rehabilitation  programs  in  region  3,  which  is  Maryland, 
Virginia,  West  Virginia,  the  District  of  Columbia,  Pennsylvania, 
and  Delaware.  Yet,  we  know  that  from  a  survey,  2,499  managers 
needed  training  in  region  3,  and  6,894  direct  service  staff  needed 
training.  This  means,  in  effect,  that  we  were  able  to  provide  train- 
ing services  to  only  20  percent  of  the  managers  and  8  percent  of 
the  direct  service  staff.  With  level  funding,  those  figures  can  go  no- 
where but  down. 

I  think  you  will  find  similar  situations  in  other  parts  of  the  coun- 
try. As  I  have  talked  with  my  colleagues,  they  sound  like  they  are 
saying  the  same  thing. 
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How  much  do  we  need?  I  could  tell  you  millions  and  millions  like 
Carl  Sagan.  I  think  we  can  justify  $50  million  based  on  identified 
needs.  In  fact,  we  support  the  recommendations  of  the  Consortium 
for  Citizens  with  Disabilities  for  this  amount,  but  what  is  our  bot- 
tom line?  Without  at  least  a  cost-of-living  increase,  we  will  decrease 
in  the  already  inadequate  level  of  training  we  can  provide. 

PREPARED  STATEMENT 

How  then  can  we  accomplish  the  purpose  of  the  Rehabilitation 
Act  which  is  to  empower  individuals  with  disabilities  to  maximize 
employment,  economic  self-sufficiency,  independence,  and  inclusion 
and  integration  into  society? 

Thank  you  very  much  for  this  opportunity  to  share  our  thoughts 
with  you  today.  If  you  have  any  questions,  I  will  be  glad  to  answer 
them. 

[The  statement  follows:] 

Statement  of  Dianne  Greyerbiehl 

Mr.  Chairman,  my  name  is  Dianne  Greyerbiehl.  I  am  Director  of  the  Center  for 
Human  Services  Development  at  the  University  of  Maryland.  I  am  here  as  Presi- 
dent of  the  Association  for  the  Education  of  Rehabilitation  Facility  Personnel 
(AERFP).  AERFP  is  a  national  organization  representing  education  and  training 
programs  whose  common  purpose  is  to  upgrade  the  competencies  of  professionals 
ana  paraprofessionals  employed  by  rehabilitation  facilities  to  better  serve  the  em- 
ployment and  independent  living  needs  of  persons  with  disabilities. 

Can  we  accomplish  this  purpose  if  we  nave  no  new  moneys  to  train  the  people 
who  will  give  persons  with  disabilities  the  skills  they  need  to  compete  in  today's 
labor  market?  I  am  here  to  ask  that  adequate  resources  be  allocated  next  year  to 
enable  us  to  respond  to  the  training  needs  of  professionals  and  paraprofessionals 
who  provide  the  direct  services  to  persons  with  disabilities  in  the  thousands  of  com- 
munity based  programs  all  across  the  country. 

The  training  of  rehabilitation  professionals  is  but  a  part  of  a  much  larger  process. 
AERFP  supports  all  of  the  other  parts  of  the  Rehabilitation  Act.  We  urge  full  fund- 
ing of  basic  state  grants,  supported  employment,  Projects  With  Industry,  and 
NIDRR  to  insure  that  quality  services  are  available  to  as  many  persons  with  severe 
disabilities  as  possible.  We  thank  you  for  the  support  you  have  always  given  train- 
ing and  other  provisions  of  the  Rehabilitation  Act.  Our  request  is  to  increase  the 
level  funding  for  training  from  $39.6  million  to  $50  million.  The  Administration's 
budget  request  is  for  level  funding. 

In  times  of  scarce  resources  training  often  gets  left  behind  because  it  is  not  a  di- 
rect service.  It  is  critical  however  to  carrying  out  the  basic  purposes  of  the  Rehabili- 
tation Act.  Without  training  we  will  not  have  the  ability  to  meet  the  promises  two, 
five  or  ten  years  down  the  road  that  we  have  made  in  the  Rehabilitation  Act  and 
the  Americans  With  Disabilities  Act,  especially  the  important  changes  in  the  Reha- 
bilitation Act  made  just  this  past  year. 

I  want  to  use  my  brief  time  with  you  to  use  the  words  of  the  Rehabilitation  Act 
to  illustrate  what  needs  to  be  done  by  talking  about  the  purpose  of  the  Rehabilita- 
tion Act,  what  training  is,  and  what  are  the  priority  areas. 

What  is  the  purpose  of  the  Rehabilitation  Act? 

"*  *  *  (among)  The  purposes  of  this  Act  are — (1)  to  empower  individuals  with 
disabilities  to  maximize  employment,  economic  self-sufficiency,  independence,  and 
inclusion  and  integration  into  society  *  *  *.". 

What  does  training  have  to  do  with  that  basic  purpose? 

*  *  *  training  is  to  "*  *  *  ensure  that  skilled  personnel  are  available  to  provide 
rehabilitation  services  to  individuals  with  disabilities  through  vocational,  medical, 
social,  and  prychological  rehabilitation  programs,  through  supported  employment 
programs,  through  independent  living  services  programs,  and  through  client  assist- 
ance programs;  *  *  *  (to)  maintain  and  upgrade  basic  skills  and  knowledge  of  per- 
sonnel employed  to  provide  state-of-the-art  service  delivery  systems  and  rehabilita- 
tion technology  services;  and 

*  *  *  (to)  provide  training  and  information  to  individuals  with  disabilities,  the 
parents,  families,  guardians,  advocates,  and  authorized  representatives  of  the  indi- 
viduals, and  other  appropriate  parties  to  develop  the  skills  necessary  for  individuals 
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with  disabilities  to  access  the  rehabilitation  system  and  to  become  active  decision 
makers  in  the  rehabilitation  process;  *  *  * 

What  will  we  do  with  the  money  Congress  will  appropriate  for  training? 

The  Rehabilitation  Services  is  to  use  funds  appropriated  for  "projects  to  train  per- 
sonnel in  the  areas  of  vocational  rehabilitation  counseling,  rehabilitation  technology, 
rehabilitation  medicine,  rehabilitation  nursing,  rehabilitation  social  work,  rehabili- 
tation psychiatry,  rehabilitation  psychology,  rehabilitation  dentistry,  physical  ther- 
apy, occupational  therapy,  speech  pathology  and  audiology,  physical  education, 
therapeutic  recreation,  community  rehabilitation  programs,  or  prosthetics  and 
orthotics;"  (emphasis  added) 

Do  we  really  need  more  money  for  training? 

Congress  added  many  new  initiatives  to  be  funded  out  of  training  in  1994.  They 
include:  new  emphasis  on  training  for:  rehab  technology;  supported  employment;  mi- 
nority groups;  Rehab  Act  Amendments;  and  ADA. 

There  is  a  20  percent  set  aside  for  state  agency  in-service  training. 

Under  the  budget  submitted  by  the  Administration,  training,  along  with  many 
other  programs  will  receive  the  same  funding  they  received  for  the  current  fiscal 
year.  Obviously,  we  will  not  even  be  able  to  meet  the  costs  that  will  go  up  due  to 
inflation.  But  you've  heard  that  before  and  you  will  hear  it  from  many  other  per- 
sons. Rather  let  me  tell  you  how  we  are  already  affected  by  less  than  adequate  re- 
sources at  our  program  at  the  University  of  Maryland. 

There  is  currently  a  23-30  percent  vacancy  rate  in  Region  III  (Pennsylvania, 
Delaware,  Maryland,  Virginia,  and  West  Virginia)  in  personnel  in  community  reha- 
bilitation programs  in  a  year  of  recession.  This  rate  is  increasing.  Trained  personnel 
are  just  not  available. 

Last  year  we  were  able  to  serve  500  managers  and  500  direct  service  staff  of  com- 
munity rehabilitation  programs  in  Region  III.  Yet  we  know  that  6,894  direct  staff 
needed  training  in  Region  III  and  2,499  management  needed  training.  This  means 
that  we  were  able  to  provide  training  services  to  only  8  percent  of  direct  service  staff 
and  20  percent  of  the  managers.  With  level  funding  those  figures  can  go  nowhere 
but  down.  I  think  you  will  find  similar  situations  in  other  parts  of  the  country. 

Let's  go  back  to  the  basic  purpose  of  the  Rehabilitation  Act  and  the  expectations 
of  persons  with  disabilities— jobs  for  persons  with  disabilities.  Can  we  accomplish 
that  purpose  if  we  have  no  new  moneys  to  train  the  people  who  will  give  persons 
with  disabilities  the  skills  they  need  to  compete  in  today's  labor  market? 

How  much  do  we  need?  I  could  tell  you  "millions  and  millions"  like  Carl  Sagan. 
I  think  we  can  justify  $50  million  based  on  identified  needs.  But  what  is  our  bottom 
line.  Without  at  least  a  cost  of  living  increase  we  will  see  a  decrease  in  the  already 
inadequate  level  of  training  we  can  provide.  That  will  come  back  to  haunt  us  when 
we  wonder  why  there  are  not  enough  trained  personnel  we  need  to  provide  enough 
quality  services  for  persons  with  disabilities  down  the  road.  Once  behind,  the  catch 
up  can  be  next  to  impossible.  We  went  through  that  in  the  1980's.  In  1979  funding 
for  rehabilitation  training  began  to  fall.  We  did  not  get  back  to  the  1979  level  until 
1987.  Taking  inflation  into  account  we  are  still  not  back  to  the  1979  level  of  funding. 
Let  us  not  repeat  that  mistake  in  the  1990's. 

Thank  you  very  much  for  this  opportunity  to  share  our  thoughts  with  you  today. 
I  will  be  glad  to  answer  any  questions  you  may  have  or  provide  you  with  any  addi- 
tional information  you  may  need. 

Senator  Kohl.  Well,  thank  you  for  being  here. 

You  talk,  Ms.  Greyerbiehl,  about  the  training  backlog  for  direct 
service  staff  and  management.  How  has  this  affected  the  disabled 
people  you  serve? 

Ms.  Greyerbiehl.  It  has  affected  the  disabled  people  I  serve  in- 
directly since  I  train  the  people  that  train  the  people  that  go  out 
and  get  jobs  and  receive  support  from  folks. 

But  what  I  have  seen  is  that  people  with  disabilities  that  want 
to  work  can't  work  because  they  do  not  have  people  supporting 
them  in,  for  example,  helping  them  to  find  jobs  or  train  them  on 
jobs.  They  are  on  jobs  where  they  get  into  trouble  in  terms  of  not 
knowing  exactly  how  to  handle  themselves  on  the  job.  The  person 
from  the  community  based  rehabilitation  program  is  not  there  be- 
cause they  have  so  many  that  they  have  to  take  care  of  and  often 
are  not  very  adequately  trained  because  they  are  asked  to  jump  in 
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and  go  out  there  and  do  it  because  there  is  such  a  need.  That  is 
my  own  experience  from  what  I  have  seen. 

Senator  KOHL.  All  right.  Well,  thank  you  very  much. 

STATEMENT  OF  STEPHEN  P.  STRICKLAND,  U.S.  INSTITUTE  OF  PEACE 

Senator  Kohl.  Our  last  witness  today  is  Stephen  Strickland  with 
the  U.S.  Institute  of  Peace.  We  are  delighted  you  are  here  today. 

Mr.  Strickland.  Thank  you,  Mr.  Chairman.  I  represent  not  the 
U.S.  Institute,  although  I  speak  on  their  behalf,  but  the  National 
Peace  Foundation,  which  is  a  private  sector  support  group  for 
them.  We  also  have  our  own  programs.  We  are  the  godparent  orga- 
nization of  the  U.S.  Institute  of  Peace.  In  the  late  1970's  50,000 
Americans  who  belonged  to  our  organization  urged  Congress,  fortu- 
nately successfully,  to  create  the  U.S.  Institute  of  Peace. 

It  is  a  child  of  Congress  actually,  and  therefore,  Congress  has  as- 
sumed a  special  responsibility  of  making  sure  the  U.S.  Institute 
has  a  little  money  to  do  what  all  of  us  hope  it  can  help  the  world 
do,  namely,  to  build  peace.  It  is  a  complicated  task.  It  is  extraor- 
dinarily difficult  and  conflicts  rage  increasingly  around  the  world. 

There  is  an  anomaly.  The  U.S.  Government  does  not  spend  $1  di- 
rectly to  train  mediators  who,  if  invited  to  help  resolve  some  of 
these  conflicts,  might  be  able  to  do  so.  We  all  know  that  mediators 
cannot  magically  fix  wars,  but  the  fact  of  the  matter  is  around  the 
world  there  is  an  increasing  reliance  on  mediators.  Yet,  the  Gov- 
ernment of  the  United  States  spends  no  money  to  do  this. 

The  Institute  would  be  prepared  to  help  train  mediators  if  they 
could  get  a  little  bit  ahead  of  last  year's  budget.  As  you  know, 
being  good  fiscal  citizens,  they  have  requested  the  amount  that 
Congress  appropriated  last  year.  It  is  extraordinarily  modest.  It  is 
a  peculiar  position  to  be  in  because  what  we  need  more  of  is 
peacebuilders  and  mediators  and  understanding  of  what  makes 
conflict  and  what  might  be  able  to  ameliorate  conflict.  Yet,  we  keep 
the  budget  at  the  same  level. 

I  urge  a  modest  increase  myself  representing  my  12,000  mem- 
bers. I  hope  that  you  and  your  colleagues,  Senator  Kohl,  can  at 
least  get  back  up  to  $11  million,  which  is  what  this  committee  rec- 
ommended last  year  but  was  reduced  by  the  administration. 

A  second  point  if  I  may,  sir,  another  item  that  will  come  before 
you  very  soon  when  the  Secretary  of  Education  appears  here.  The 
U.S.  Government  also  spends  not  $1  to  train  mediators  or  conflict 
resolvers  in  our  schools.  There  are  programs.  There  are  people  who 
do  this.  Most  of  the  money  comes  from  the  private  sector  like  our 
organization. 

PREPARED  STATEMENT 

Last  year  in  the  Higher  Education  Act  of  1992,  Congress  estab- 
lished a  program  for  Federal  support  of  training  teachers  who 
would  go  into  elementary  schools  and  secondary  schools  and  teach 
children,  as  well  as  teachers,  about  conflict  resolution.  The  admin- 
istration has  requested  no  funds  to  implement  that  program.  So,  I 
hope  that  at  least  you  might  have  a  conversation  with  my  friend, 
Secretary  Riley,  and  ask  him  what  he  intends  to  do  with  respect 
to  this  new  program  on  the  books  but  for  which  no  funding  has 
been  recommended. 
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Thank  you,  sir. 

[The  statement  follows:] 

Statement  of  Stephen  P.  Strickland 

Mr.  Chairman  and  members  of  Subcommittee,  in  1993,  the  United  States  Insti- 
tute of  Peace,  like  the  government  of  the  United  States  itself,  stands  at  a  cross- 
roads. And  at  the  cross-roads — how,  where,  and  with  what  resources  to  pursue 
Peacemaking  and  peacebuilding  in  a  conflicted  world — the  government  hesitates, 
he  Institute  also  hesitates,  not  for  lack  of  vision,  but  for  an  obvious,  most  unfortu- 
nate lack  of  resources. 

Peacemaking,  peacebuilding,  and  conflict  resolution  are  extraordinarily  difficult. 
Every  person  and  organization  in  what  is  called  the  "peace  community"  is  acutely 
conscious  of  that  fact.  Nor  does  anyone  believe  that  simply  putting  more  money  in 
enterprises  with  the  word  "peace"  in  their  titles  will  assure  attainment  or  even  ap- 
proximation of  the  goal. 

The  sad  fact  of  the  matter,  however,  is  that  the  United  States  Institute  of  Peace — 
Congress'  child — has  now  developed  a  solid  base  of  experience  and  knowledge  and 
is  ready  to  assist  the  government  and  the  citizenry  understand  the  central  elements 
in  peace  and  war,  how  to  approach  the  former  and  avoid  the  latter,  just  at  the  time 
that  the  nation's  budget  is  in  its  most  severe  situation  in  the  life-time  of  most  Amer- 
ican adults.  As  the  committee  is  aware,  the  Institute  is  prepared  to  accept  the  Presi- 
dent's suggested  budget  for  fiscal  year  1994.  The  specific  amount  in  that  budget  is 
$10,912,000,  exactly  the  sum  appropriated  for  1993.  With  these  funds  the  Institute 
can,  of  course,  keep  pushing  its  work  along,  but  only  at  a  snail's  pace  when  actual 
conflicts  in  the  world  cry  out  for  focused,  pro-active  attention  and  those  on  the  hori- 
zon need  to  be  forestalled,  through  intelligent  action  based  on  intelligent  analysis. 

The  latter  function  and  product  is  exactly  what  the  Institute,  in  the  last  few 
years,  has  been  providing  for  congressional  and  executive  branch  leaders.  You  will 
recall  that  in  1989  the  Institute's  then  President  Samuel  Lewis  established  a  study 
group  on  the  future  of  Eastern  Europe  and  the  Soviet  Union,  which  focused  and  re- 
ported on  potential  political,  territorial,  religious  and  ethnic  conflicts.  This  was  sig- 
nificantly before  the  dissolution  of  the  Soviet  Union,  but  perhaps  too  short  a  time 
before  such  conflicts  erupted  for  the  analysis  and  its  implications  to  reach  all  the 
important  decision  makers. 

My  point  is  that  the  U.S.  Institute  of  Peace  is  in  a  strong  position  to  illuminate 
the  world's  tormented  landscape,  including  those  conflicts  not  yet  openly  raging, 
thus  not  yet  on  the  front  page  of  the  daily  paper,  thus  not  yet  a  part  of  the  con- 
sciousness of  the  people  or  the  policy  makers.  But  this  capacity  which  might  help 
save  untold  people  and  very  substantial  resources,  apparently  will  not  be  put  to  full 
use  because  of  our  national  economic  and  the  federal  budgetary  dilemma. 

My  testimony  is  not  intended  simply  as  a  lament.  But  I  do  hope  that  the  current 
sad  fiscal  situation  will  focus  this  committee  and  others  in  congressional  leadership 
positions  on  the  need  to  plan  for  an  expanded  role  for  the  Institute  as  soon  as  pos- 
sible. 

The  Institute  has  been  authorized  for  the  next  four  fiscal  years,  through  fiscal 
year  1997.  I  urge  the  committee  to  begin  its  interaction  with  leadership  of  the  Insti- 
tute and  other  appropriate  persons  now,  so  that  well  before  the  end  of  that  author- 
ized period,  this  increasingly  important  agency,  in  an  increasingly  urgent  environ- 
ment, can  expand  its  activities  in  several  areas.  These  should  include: 

(1)  Standing  programs  of  information  gathering,  probing  analysis  and  systematic 
reporting  of  potential  conflicts  in  every  region  of  the  world. 

(2)  Multiplication  of  fellowship  programs  to  take  advantage  of  more,  distinguished 
scholars  and  public  servants  whose  experience  in  war  and  peace  can  in  the  aggre- 
gate help  shape  an  agenda  for  the  mid-term  future. 

(3)  An  expanded  public  education  program  about  peacebuilding  and  conflict  reso- 
lution with  respect  to  our  world  of  many  cultures. 

(4)  A  direct  investment  in  training  international  mediators  and  conflict  resolvers, 
by  a  program  of  institutional  grants  to  those  academic  centers  which  over  the  last 
two  decades  have  established  extraordinary  capacity,  achieved  success  in  such  train- 
ing and  reflect  all  around  excellence. 

(5)  Implementation  of  the  Spark  M.  Matsunaga  Scholars  Program,  authorized  last 
year,  to  provide  scholarships  and  educational  programs  in  international  peace  and 
conflict  management  for  outstanding  secondary  and  under-graduate  college  stu- 
dents, thereby  broadening  its  educational  impact. 

An  additional  point:  the  burden  of  educating  Americans  about  conflict  resolution 
should  not  belong  exclusively  to  the  U.S.  Institute  of  Peace.  Nor,  in  our  opinion,  was 
it  the  intention  of  the  congressional  creators  of  the  agency  that  that  should  be  so. 
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Public  education  is  one  of  its  roles,  and  programs  for  schools  is  a  related  one.  But 
conflict  resolution,  as  a  practical  and  now  well-defined  means  of  and  approach  to 
the  avoidance  of  strife — at  the  local,  regional,  national,  and  international  levels — 
must  begin  at  an  early  age  and  be  taught  as  other  disciplines  are  taught. 

Fortunately,  the  Congress,  in  the  Higher  Education  Act  of  1992,  included  provi- 
sions for  supporting  the  training  for  teachers  of  conflict  resolution  who  will  be  pre- 
pared to  go  into  elementary  and  secondary  schools.  There  are  also  provisions  for  di- 
rect support  for  students  in  colleges  and  universities  who  want  to  add  conflict  reso- 
lution skills  to  their  portfolio  of  subject  competence.  Because  this  is  a  matter  over 
which  your  committee  also  has  jurisdiction,  I  would  urge  you  to  provide  a  modest 
quotient  of  funds  so  that  the  Secretary  of  Education  can  begin  now  organizing  the 
priorities  of  the  Department  to  implement  conflict  resolution  education  for  teachers 
and  for  university  students  ultimately  heading  for  elementary  and  secondary  school 
positions. 

Mr.  Chairman,  we  respect  the  President's,  the  Congress'  and  this  committee's 
commitment  to  reduce  the  national  deficit.  We  applaud  the  President's  and  what  we 
believe  is  the  Congress'  commitment  to  expand  educational  opportunities  for  our 
children  from  preschools  to  those  in  their  college  years.  We  at  the  National  Peace 
Foundation  believe  that  conflict  resolution  and  skills  in  dealing  with  intercultural 
differences  will  be  evermore  important  for  every  person  and  institution  in  the  dec- 
ades to  come.  We  urge  you  not  to  overlook  the  role  that  both  the  United  States  In- 
stitute of  Peace  and  the  Department  of  Education  can  play  in  meeting  this  national 
and  international  need.  We  hope  that  we  might  work  with  you  for  fiscal  1995  in 
changing  the  budgetary  priorities  of  those  programs  you  oversee,  so  as  to  emphasize 
the  enormous,  indeed  central  value  of  such  functions. 

Senator  Kohl.  Well,  thank  you  very  much,  Mr.  Strickland. 

Mr.  Strickland,  what  kind  of  training  programs  do  you  have  for 
international  mediation? 

Mr.  Strickland.  There  are  approximately  a  dozen  centers 
around  the  country,  at  Harvard.  I  think  probably  the  University  of 
Wisconsin's  system  in  the  aggregate  has  excellent  programs.  One 
of  my  most  active  board  members,  Sarah  Harder,  who  is  at  the 
University  of  Wisconsin,  Eau  Claire,  and  was  head  of  the  Associa- 
tion of  University  Women,  tells  me  that  the  system  in  the  aggre- 
gate has  excellent  programs  for  training  international  mediators. 
Then  there  are  more,  George  Mason,  OR.  All  over  the  country  there 
are  centers  of  excellence. 

The  Institute  actually  has  in  its  5-year  plan  an  idea  about  sup- 
porting such  centers  with  institutional  grants.  They  do  not  think 
they  can  do  so  on  $10.9  million. 

Senator  Kohl.  You  suggest,  Mr.  Strickland,  that  the  Department 
of  Education  implement  a  conflict  resolution  program.  What  kind 
of  funding  in  your  opinion  would  this  require? 

Mr.  Strickland.  In  the  Higher  Education  Act  of  1992,  there  is 
not  even  an  authorized  level,  but  I  will  say  that  if  this  committee 
were  to  give  the  Secretary  in  consultation  with  him  as  much  as  a 
quarter  of  a  million  dollars,  we  could  get  going.  We  would  have  vol- 
untary organizations  like  ours  that  would  help  support  it,  help  put 
people  in  the  right  places.  It  could  start  quite  modestly,  but  it 
would  be  an  investment  to  see  a  reduction  and  not  an  increase  in 
violence  in  schools  and  in  communities  around  the  country. 

Senator  Kohl.  Before  we  close  this  panel,  are  there  any  com- 
ments, anything  you  have  left  unsaid  you  would  like  to  say  if  you 
had  another  minute  or  so?  Anything,  Mr.  Menz,  Dianne,  Ms.  Ogle? 
Any  comments?  Yes,  Mr.  Strickland. 

Mr.  Strickland.  Mr.  Chairman,  I  would  just  like  to  say  that  I 
hope  that  another  4  best  years  of  your  life  will  be  spent  right  here. 
We  admire  what  you  do  and  do  not  envy  your  challenge.  But  you 
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bring  wisdom  and  good  judgment  and  compassion  to  what  you  do 
and  we  are  grateful. 

Senator  Kohl.  Well,  that  is  very  much  appreciated.  I  thank  you 
so  much. 

Mr.  Menz. 

Dr.  Menz.  Yes;  actually  I  wanted  to  follow  up  on  something.  Sue 
Gunn  made  a  statement  when  you  asked  about  the  backlog  of  peo- 
ple, and  she  came  back  and  said  it  was  at  least  half  of  what  is 
presently  being  served.  Also  another  gentleman  was  asked  what 
the  cost  of  that  was. 

One  of  the  things  that  I  think  makes  that  number  that  Sue  came 
up  with  so  amazing  is  that,  as  we  look  at  the  way  the  Rehabilita- 
tion Act  is  phrased  now  and  the  way  the  State-Federal  program  is 
focused,  it  is  really  pushing  more  and  more  out  to  the  extreme  of 
the  disability  continuum,  if  you  will.  So,  we  are  being  asked  to 
work  with  people  who  have  extreme  disabilities.  So,  when  she  talks 
about  the  20  million  that  are  on  waiting  lists  that  could  benefit  by 
the  program,  we  are  really  talking  about  a  larger  spectrum  of  peo- 
ple the  program  simply  cannot  address  anymore  by  legislative 
mandate.  We  are  talking  about  people  that  have  in  the  past  been 
very  good  products  of  the  system. 

So,  as  you  watch  the  change  in  statistics  occurring  through  the 
rehabilitation  program  and  we  start  seeing  lower  numbers  of  peo- 
ple coming  out  of  the  program,  you  are  really  talking  about  a  pro- 
gram that  is  increasing  its  effectiveness  in  reaching  a  harder  and 
harder  to  deal  with  population.  It  is  a  strange  phenomenon.  So,  the 
number  sounds  dramatic,  and  it  is  because  there  are  so  many  peo- 
ple that  could  actually  profit  by  the  rehab  process. 

Senator  Kohl.  I  appreciate  that  very  much. 

Well,  we  thank  you  for  coming.  You  have  helped  us  a  great  deal. 

SUBCOMMITTEE  RECESS 

The  subcommittee  will  stand  in  recess  to  reconvene  at  9:30  a.m., 
Friday,  May  7,  when  we  will  meet  in  SD-192  to  continue  our  public 
witness  hearings  on  the  administration's  fiscal  year  1994  budget 
request. 

[Whereupon,  at  11:35  p.m.,  Wednesday,  May  5,  the  subcommittee 
was  recessed,  to  reconvene  at  9:30  a.m.,  Friday,  May  7.] 
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FRIDAY,  MAY  7,  1993 

U.S.  Senate, 
Subcommittee  of  the  Committee  on  Appropriations, 

Washington,  DC. 

The  subcommittee  met  at  9:36  a.m.,  in  room  SD-192,  Dirksen 
Senate  Office  Building,  Hon.  Slade  Gorton  presiding. 
Present:  Senator  Gorton. 

NONDEPARTMENTAL  WITNESSES 

OPENING  REMARKS  OF  SENATOR  GORTON 

Senator  Gorton.  Good  morning.  I  welcome  you  to  the  Senate 
Committee  on  Appropriations  public  witness  hearings  for  the  Sub- 
committee on  Labor,  Health  and  Human  Services,  Education,  and 
Related  Agencies.  Today  is  the  subcommittee's  sixth  day  of  hearing 
testimony  from  approximately  150  congressional  and  public  wit- 
nesses. 

Because  of  that  large  number  and  that  long  period  of  time,  we 
tend  to  do  this  in  shifts.  I  am  Senator  Gorton.  I  am  one  of  the 
members  of  the  subcommittee  and  I  will  be  handling  the  hearing 
today. 

The  committee  received  requests  from  311  individuals  and  public 
organizations  to  testify  before  the  subcommittee  this  year.  Because 
of  the  limitations  of  time,  we  are  only  able  to  schedule  150  individ- 
uals and  organizations  among  those  who  wrote  to  us.  I  regret  that 
we  cannot  hear  everyone,  but  the  committee  has  made  it  known  to 
those  who  did  not  make  the  cutoff  that  we  would  be  pleased  to  pub- 
lish their  statements  in  the  hearing  record. 

Today  we  will  hear  testimony  on  a  wide  range  of  subjects,  includ- 
ing the  Low  Income  Home  Energy  Assistance  Program  [LIHEAP], 
veterans  issues,  employment  and  training,  Social  Security  disabil- 
ity claims,  programs  for  persons  with  developmental  disabilities, 
and  education  including  international  education. 

We  will  hear  from  a  number  of  important  organizations  rep- 
resenting each  of  those  programs.  I  look  forward  to  the  advice  of 
each  one  of  you  in  making  the  many  difficult  decisions  that  face  us 
during  this  year's  appropriations  cycle. 

As  a  brief  introduction  to  some  of  the  budgetary  problems  this 
committee  will  be  facing  this  year,  let  me  go  over  some  of  the  num- 
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bers.  The  President's  budget,  released  last  month,  provides  for  an 
$8.4  billion  increase  in  investment  and  noninvestment  programs  in 
the  Labor,  Health  and  Human  Services,  and  Education  appropria- 
tions bill,  from  the  fiscal  year  1993  level  of  $62.2  billion  to  $70.6 
billion. 

By  way  of  comparison,  last  year  this  subcommittee's  allocation 
over  fiscal  1992  increased  by  $1.7  billion.  So  if  we  fail  to  get  the 
necessary  allocation,  our  chairman  and  the  subcommittee  members 
will  be  forced  to  make  some  tough  choices.  I  hope  the  testimony 
that  will  be  presented  to  this  subcommittee  today  and  over  the 
next  2  weeks  will  help  us  in  making  some  of  those  decisions. 

You  may  remember,  or  you  may  have  seen  in  the  newspapers, 
that  the  total  President's  budget  is  some  $5.7  billion  over  what  we 
are  allowed  in  total  to  report.  So  in  all  probability,  the  proposals 
in  this  budget  are  more  likely  to  be  the  high-water  marks  than  the 
low-water  marks  for  particular  appropriations,  as  we  must  eventu- 
ally come  within  those  numbers. 

In  order  to  keep  on  schedule,  we  will  use  this  red  light,  green 
light,  yellow  light  system,  which  will  give  each  witness  3  minutes 
to  summarize  the  key  points  of  that  witness'  statement.  I  request 
that  each  witness  attempt  to  complete  the  statement  when  the  3- 
minute  red  light  goes  on.  At  the  end  of  2  minutes,  the  yellow  warn- 
ing light  will  show  you  that  there  is  just  1  minute  to  go.  Thank 
you  for  cooperating  with  this  timing  system,  because  it  is  the  only 
way  we  can  assure  hearing  the  entire  150  witnesses. 

Also  in  the  interest  of  time,  after  the  first  two  Senators  here  I 
will  ask  that  several  witnesses  come  to  the  table  at  the  same  time. 

STATEMENT  OF  HON.  LARRY  CRAIG,  U.S.  SENATOR  FROM  THE  STATE 
OF  IDAHO 

Today  we  will  start  with  two  of  my  colleagues  that  are  here  to 
testify,  Senator  Craig  from  Idaho  and  Senator  Feinstein  from  Cali- 
fornia. And  I  guess,  Larry,  you  were  here  first,  so  in  this  case  you 
get  to  go  first. 

Senator  Craig.  Mr.  Chairman,  thank  you  very  much  for  the  op- 
portunity to  come  before  the  committee  to  testify.  And  also  rec- 
ognizing the  list  of  those  who  have  come  with  a  very  important 
message  to  put  into  the  record  and  for  us  to  hear,  I  will  be  as  brief 
as  I  possibly  can  be,  and  I  would  ask  that  my  entire  statement  be 
made  a  part  of  the  record. 

Senator  GORTON.  Without  objection. 

Senator  Craig.  I  would  like  today  to  speak  to  impact  aid,  but 
also  to  the  TRIO  Program,  vocational  education,  especially 
consumer  and  homemaker  education,  the  School  Lunch  Program, 
and  the  National  Youth  Sports  Program. 

I  have  for  a  good  number  of  years,  while  serving  in  Congi, 
been  very  outspoken  about  the  importance  of  Public  Law  81-J74, 
which  is,  of  course,  impact  aid.  My  State,  much  like  yours,  has  a 
large  Federal  presence,  not  just  in  land  mass;  64  percent  of  my 
State  is  owned  by  the  citizens  of  this  country.  As  a  result  we  have 
large  enclaves  of  Federal  employees,  both  Forest  Service  and  BLM, 
who  work  in  the  administering  of  those  lands.  We  also  have  large 
native  American  populations.  We  also  have  an  air  base. 
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All  of  these  receive  impact  aid.  And  because  of  our  tax  base  and 
our  large  public  land  base,  impact  aid  remains  a  very  important 
part  of  school  budgets.  Let  me  speak  of  the  41  school  districts  that 
are  federally  impacted  and  the  importance  of  that.  Some  2,598  A 
students  and  13,000  B  students  in  a  State  with  a  population  of 
1,300,000,  it  gives  you  an  idea  of  the  importance  of  that  kind  of 
program  with  about  $4.9  millions  of  dollars  of  aid.  B  student  fund- 
ing is  very  important  and  I  think  should  be  continued. 

But  let  me  speak  of  a  school  district  that  I  am  very  proud  of,  and 
that  is  the  Lapwai  School  District  located  in  North-Central  Idaho, 
Mr.  Chairman,  and  located  within  the  boundaries  of  Nez  Perce  In- 
dian Reservation.  More  than  70  percent  of  the  students  in  that  dis- 
trict live  on  Federal  lands  or  trust  properties. 

Impact  aid  provides  25  percent,  one-fourth  of  the  annual  budget 
of  that  school  district.  So  it  gives  you  an  idea  of  the  kinds  of  prob- 
lems we  would  run  into  if  we  saw  either  a  discontinuation  or  a  re- 
duction in  that  kind  of  funding,  and  no  land  base  by  which  to  raise 
the  revenue,  the  tax  revenue,  to  provide,  and  a  State  that  is  al- 
ready providing  well  over  70  percent  of  its  total  tax  base  for  pri- 
mary, secondary,  and  higher  education. 

When  we  think  of  children  at  risk,  we  think  of  students  of  native 
American  families  living  on  reservations,  and  in  this  instance  50 
percent  of  the  students  in  the  Lapwai  School  District  are  native 
Americans.  While  all  these  problems  exist,  because  of  good  admin- 
istering, because  of  a  proper  application  of  Federal  dollars,  because 
of  impact  aid,  the  Lapwai  School  District  is  among  the  lowest  in 
national  schools  of  students  of  significant  Indian  populations  in 
dropout.  Less  than  20  percent  dropout. 

We  are  terribly  proud  of  that,  and  that  school  district  works  con- 
tinually to  ensure  that  it  provides  the  very  best  of  education,  and 
its  outreach  programs  are  tremendous.  That,  in  part,  is  due  to  the 
ability  to  use  impact  aid  wisely. 

The  TRIO  Program  and  precollege  programs,  both  educational 
opportunities  center,  talent  search,  and  upward  bound,  exist  in  my 
four  major  State  universities.  It  is  a  program  that  works  extremely 
well  and  it  is  one  that  deserves  to  be — that  support  deserves  to  be 
continued. 

In  vocational  education,  Mr.  Chairman,  consumer  and  home- 
maker  education  programs  are  not  funded  under  the  Clinton  budg- 
et and  I  believe  they  are  significantly  important.  Certainly,  in  the 
homemaker  area  that  program  has  shown  its  value  in  the  opportu- 
nities it  provides  and  the  educational  experiences  it  offers. 

School  lunch,  well  I  do  not  need  to  say  much  about  that.  We 
know  of  its  value,  we  know  how  important  it  is.  We  know  of  the 
increasing  importance  of  quality  nutrition  to  young  people  and 
their  ability  to  be  educated  if  their  tummies  are  full  instead  of 
empty.  And  we  have  those  circumstances  and  situations  in  Idaho 
just  as  much  as  other  States  do.  It  deserves  adequate  funding. 

Let  me  speak,  in  closing,  to  the  National  Youth  Sports  Program. 
This  is  one  I  have  watched  very  closely  over  the  years,  and  I  am 
very  impressed  when  I  see  young  people,  economically  disadvan- 
taged children  given  the  opportunity  of  these  programs.  Lewis- 
Clark  State  College  in  my  State  has  had  a  summer  youth  program 
going  for  some  19  years  now.  I  have  visited  that  program  almost 
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every  year  for  13  years  running.  I  can  tell  you  that  the  young  peo- 
ple who  are  involved  are  now  in  colleges  and  universities  from  the 
time  I  once  saw  them,  and  they  speak  very  openly  of  the  value  of 
that  program  to  them  and  the  opportunities  it  provided. 

PREPARED  STATEMENT 

There  are  some  70,000  economically  disadvantaged  youngsters 
nationwide  who  are  able  to  take  advantage  of  the  National  Youth 
Sports  Program.  So  that  is  another  one  that  I  think  really  does  de- 
serve our  interest,  our  concern,  and  the  opportunity  that  this  com- 
mittee can  provide  by  targeting  these  quality  programs. 

And  let  me  again,  Mr.  Chairman,  thank  you  for  allowing  me  the 
time  to  come  to  testify. 

[The  statement  follows:] 

Statement  of  Senator  Larry  E.  Craig 

Mr.  Chairman,  thank  you  for  the  opportunity  to  testify  before  your  subcommittee. 
I  ask  that  my  full  statement  be  made  a  part  of  the  record. 

For  13  years,  I  have  been  a  regular  visitor  on  the  issue  of  funding  for  impact  aid 
and  appreciate  the  opportunity  to  do  so  again  today. 

I  would  like  to  address  not  only  impact  aid,  but  also  several  programs  which  have 
been  most  successful  in  my  own  State  of  Idaho  and  should  be  funded  at  adequate 
levels — TRIO,  vocational  education,  school  lunch  and  national  youth  sports  pro- 
grams. I  would  also  like  to  comment  on  two  programs  that  were  authorized  last  year 
under  title  V  of  the  Higher  Education  Amendments  of  1992.  These  programs  have 
not  been  funded,  but  are  of  great  interest  to  Idaho  educators.  They  are  the  State 
academies  for  school  leaders  and  the  small  States  initiative. 

I  have  long  supported  a  limited  Federal  role  in  education.  The  responsibility  for 
education  lies  primarily  at  the  State  and  local  levels,  not  with  the  Federal  Govern- 
ment. From  my  days  in  the  Idaho  State  Senate,  I  have  always  been  a  strong  advo- 
cate of  State  funding  for  education  and  control  of  curriculum. 

Local  school  boards,  teachers,  administrators  and  parents  must  continue  to  put 
pressure  on  their  State  legislators  to  support  high  quality  in  education.  That  must 
not  only  include  increased  funding  for  education  and  a  greater  role  for  teachers  in 
the  decision  making  process,  but  public  involvement  in  making  education  a  high  pri- 
ority. 

Having  said  that,  there  is  also  a  role  for  the  Federal  Government  to  play.  There 
are  certain  areas  of  Federal  responsibility  that  should  be  priorities  for  Federal  edu- 
cation funding.  One  such  area  is  redressing  the  educational  disadvantages  caused 
when  the  presence  of  the  Federal  Government  directly  affects  a  local  school  district's 
ability  to  raise  revenue.  Such  is  the  case  with  impact  aid. 

Impact  aid 

When  the  U.S.  Congress  passed  Public  Law  81-874  in  1950,  it  recognized  the 
need  to  provide  high  quality  education  to  children  whose  parents  live  and/or  work 
on  Federal  lands.  These  federally  secured  properties  are  not  taxable  by  local  units 
of  government,  which  prevents  school  districts  from  generating  revenue  through 
property  taxes. 

Tne  effect  of  this  tax  exemption  hits  Idaho  school  districts  particularly  hard  be- 
cause approximately  two-thirds  of  the  State  is  owned  by  the  Federal  Government. 
In  Idaho,  41  school  districts  are  federally  impacted  and  qualify  for  impact  aid.  This 
includes  2,598  "A"  students  and  13,723  rfB"  students,  for  a  total  of  over  $4.9  million 
in  funding. 

Impact  aid  provides  equity  for  these  school  districts,  without  these  funds,  the  stu- 
dents they  educate  would  be  greatly  disadvantaged.  The  local  property  tax  base  sim- 
ply would  not  be  able  to  provide  the  necessary  funds  for  a  basic  education.  It  is  nec- 
essary to  point  out  the  importance  of  the  "B"  category  students,  who  have  been  tar- 
geted for  decreases.  This  category  has  been  growing  in  Idaho,  and  represents  the 
majority  of  our  impact  aid  students.  These  students  deserve  high  quality  education 
and  should  not  be  disadvantaged  by  cutbacks  in  "B"  funding. 

Mr.  Chairman,  let  me  share  with  you  two  examples  of  the  importance  of  impact 
aid  in  my  State.  The  first  is  Mountain  Home,  a  school  district  that  has  significant 
percentages  of  both  "A"  and  "B"  students.  Mountain  Home  is  a  small  community 
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south  of  Boise.  The  school  district  includes  Mountain  Home  Air  Force  Base.  There 
are  1,008  "A"  students  and  1,114  "B"  students  in  the  school  district.  This  represents 
over  61  percent  of  the  total  student  population  in  Mountain  Home.  Losing  "B"  fund- 
ing would  put  these  students  at  a  great  disadvantage.  Impact  aid  funding  ensures 
that  all  students  in  Mountain  Home  get  the  quality  education  they  deserve. 

The  Lapwai  School  District,  located  in  North  Central  Idaho,  is  located  within  the 
boundaries  of  the  Nez  Perce  Indian  Reservation.  Over  70  percent  of  the  students 
in  the  district  live  on  Federal  lands,  or  trust  property.  In  comparison,  impact  aid 
funds  provide  over  25  percent  of  their  annual  budget.  Without  this  money,  Lapwai 
would  not  be  able  to  provide  high  quality  education. 

An  important  fact  to  remember  when  considering  impact  aid  funding  is  that  many 
of  the  students  it  affects  are  what  we  often  refer  to  as  "at  risk"  children.  More  than 
50  percent  of  the  students  at  Lapwai  are  native  Americans,  and  approximately  75 
percent  of  the  district's  entire  enrollment  is  eligible  for  free  or  reduced  lunches.  Be- 
cause of  impact  aid,  the  Lapwai  School  District  is  able  to  provide  its  students  with 
a  higher  quality  education,  demonstrated  by  the  scores  and  graduation  rate  in 
Lapwai.  Students  show  improvement  over  their  entering  first  grade  scores,  and  that 
improvement  continues  as  they  move  through  higher  grades.  Also,  the  dropout  rate 
in  the  Lapwai  schools  is  one  of  the  lowest  in  the  Nation  among  schools  with  a  sig- 
nificant Indian  population  (20  percent  or  more).  According  to  school  officials,  it  is 
the  Public  Law  81-874  funds  that  account  for  the  Lapwai  School  District's  low  drop- 
out rate  and  high  graduation  success. 

Mr.  Chairman,  I  request  that  testimony  from  Dennis  Kachelmier,  superintendent 
of  Lapwai  School  District,  be  included  in  the  record. 

Lapwai  and  Mt.  Home  are  not  the  only  affected  areas  in  Idaho.  There  are  many 
other  school  districts  which  depend  on  impact  aid  as  a  significant  portion  of  their 
budgets.  All  across  my  State,  Idaho,  and  this  Nation,  schools  depend  on  the  Federal 
Government  doing  its  part,  providing  assistance  to  the  districts  that  are  federally 
impacted.  These  students  deserve  the  same  opportunities  as  students  not  living  in 
areas  impacted  by  the  Federal  Government. 

Mr.  Chairman,  among  my  top  priorities  in  Congress  has  been  reducing  Federal 
spending  and  requiring  Congress  to  balance  the  budget.  However,  it  is  essential  that 
Congress  understand  the  fundamental  difference  between  unwarranted  spending 
programs  and  impact  aid.  Impact  aid  funding  is  not  just  given  to  any  school  dis- 
trict— rather,  it  is  given  to  local  educational  agencies  which  are  demonstrably  af- 
fected by  a  Federal  presence.  Impact  aid  is  compensation  for  Federal  use,  not  an- 
other Federal  give-away  program.  This  is  an  important  distinction. 

I  have  always  been  a  strong  advocate  of  State  funding  for  education,  but  to  the 
extent  that  such  funding  is  hampered  by  Federal  activities,  the  Federal  Government 
must  compensate  school  districts.  Failure  to  fund  impact  aid  at  the  highest  level 

[>ossible  would  be  nothing  less  than  breaking  faith  with  the  American  people.  Equal- 
y  important,  it  would  endanger  the  proper  education  of  our  youth. 

It  is  for  these  reasons  I  urge  the  subcommittee  to  continue  to  fulfill  the  Federal 
Government's  obligation  to  federally  impacted  school  districts  for  both  "A"  and  "B" 
students. 

TRIO 

TRIO  precollege  programs,  including  educational  opportunity  centers,  talent 
search  and  upward  bound,  are  successful  in  Idaho  and  need  adequate  funding.  Only 
a  small  portion  of  the  eligible  population  is  currently  able  to  use  these  programs 
and  the  size  of  that  population  continues  to  grow.  Demands  on  educational  oppor- 
tunity centers  have  measurably  increased  during  these  difficult  economic  times  as 
increasing  numbers  of  adults  seek  education  and  retraining  opportunities. 

The  question  of  "who  is  benefitted  by  these  programs?"  is  very  important.  There 
are  approximately  1,750  TRIO  projects  operating  across  the  Nation  in  over  1,000 
higher  education  institutions  and  100  community  agencies.  In  1993,  640,000  stu- 
dents will  be  touched  by  these  programs.  The  majority  of  these  students  come  from 
poor  families  where  neither  parent  has  a  college  degree.  Also,  14,000  of  these  stu- 
dents are  disabled.  As  you  can  see,  Mr.  Chairman,  without  this  assistance,  the  stu- 
dents who  participate  in  TRIO  would  not  be  achieving  their  goals  and  dreams. 

In  Idaho,  TRIO  programs  exist  at  all  of  the  major  four-year  universities  and  assist 
a  number  of  college-bound  students.  There  are  11  TRIO  projects  covering  all  three 
programs  and  servicing  more  than  4,100  students.  Congress  established  these  pro- 
grams to  help  disadvantaged  students  enter  college,  graduate  and  move  on  to  par- 
ticipate more  fully  in  America's  economic  and  social  life.  TRIO  programs  help  dis- 
advantaged students  overcome  barriers  to  higher  education  by  providing  informa- 
tion, counseling,  academic  instruction,  tutoring,  assistance  in  applying  for  financial 
aid,  encouragement  and  support.  The  price  paid  by  the  Federal  Government  for 
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these  programs  has  been  a  relatively  small  one  and  I  urge  the  subcommittee  to  sup- 
port them. 

Vocational  education 

I  have  long  been  a  strong  supporter  of  vocational  education.  The  people  involved 
with  vocational  education  in  Idaho  have  done  an  excellent  job  creating  effective, 
worthwhile  programs.  Given  the  nature  of  the  economy  in  Idaho,  vocational  edu- 
cation is  a  big  part  of  secondary  and  post-secondary  education  programs.  As  a  major 
part  of  our  education  system,  vocational  education  is  more  than  just  job  preparation; 
it  provides  our  students  with  a  practical  alternative  to  the  path  of  higher  education. 
Therefore,  I  would  urge  the  committee  to  consider  vocational  education  a  priority 
program  for  fiscal  year  1994  funding. 

Mr.  Chairman,  I  would  also  like  to  highlight  a  vocational  education  program  that 
was  not  funded  in  President  Clinton's  budget  this  year:  title  III,  part  B  of  the  Cari 
D.  Perkins  Vocational  and  Applied  Technology  Education  Act,  which  covers 
consumer  and  homemaking  education.  These  programs  help  reduce  the  need  for 
more  costly  remedial  programs  by  reducing  student  dropout  rates.  According  to  my 
constituents,  this  program  has  had  a  number  of  benefits.  Students  have  enhanced 
their  quality  of  life  through  a  better  understanding  gained  in  nutrition,  healthy  life- 
styles, and  money  management.  There  is  a  need  for  this  kind  of  instruction,  and 
it  has  benefitted  students  in  both  their  home  and  work  environments.  It  is  an  in- 
vestment in  education  and  in  families.  Therefore,  while  I  realize  the  budget  difficul- 
ties being  faced  this  year,  I  hope  that  the  committee  will  see  the  great  benefits  of 
this  program  and  consider  it  for  adequate  funding. 

School  lunch 

The  National  School  Lunch  Program  has  sustained  great  losses  due  to  the  de- 
crease in  the  bonus  commodities  program  and  a  general  rise  in  costs.  I  request  that 
you  carefully  consider  the  importance  of  this  program,  as  well,  and  support  a  rea- 
sonable budget  appropriation  to  maintain  it.  The  School  Lunch  Program  is  impor- 
tant not  only  to  the  needy,  but  to  all  children. 

National  Youth  Sports  Program  [NYSPJ 

The  National  Youth  Sports  Program  [NYSP]  is  another  program  that  deserves 
adequate  funding  during  fiscal  year  1994.  In  Idaho,  Lewis-Clark  State  College 
[LCSC]  and  Washington  State  University  both  run  outstanding  youth  sports  pro- 
grams that  benefit  Idaho  children. 

For  the  last  19  years,  hundreds  of  economically  disadvantaged  children  have  been 
given  the  opportunity  to  come  to  the  LCSC  campus  in  the  summer  and  participate 
in  sporting  events,  receive  nutritious  meals,  learn  about  the  dangers  of  drugs,  get 
a  head  start  on  educational  and  career  opportunities,  and  make  lifetime  friends. 
This  is  an  invaluable  community  service  provided  by  LCSC  and  its  athletic  and  ac- 
tivities directors,  Gary  Picone  and  George  Pfeifer. 

LCSC  has  also  been  running  a  winter  program  the  last  three  years  with  an  aver- 
age daily  attendance  over  200.  It  is  crucial  that  we  maintain  funding  for  NYSP  or 
they  will  be  at  risk  of  losing  their  winter  programs  across  the  country.  The  winter 
program  at  LCSC  has  been  very  well  received  by  the  surrounding  communities,  and 
greatly  benefitted  the  youth  in  that  area.  It  is  made  possible  only  through  funding 
From  NYSP  and  the  generous  support  of  Lewiston  area  citizens. 

Mr.  Chairman,  I  have  visited  the  NYSP  Program  at  Lewis-Clark  State  College  a 
number  of  times.  Each  year,  the  numbers  grow,  the  enthusiasm  grows,  and  I  have 
seen  firsthand  the  great  benefits  of  this  program. 

Nationwide,  the  NYSP  provides  a  unique  opportunity  for  almost  70,000  economi- 
cally disadvantaged  youngsters  to  be  exposed  to  a  college  environment  and  receive 
a  variety  of  important  services  and  opportunities  each  year,  similar  to  those  at 
LCSC. 

The  NYSP,  which  is  funded  as  a  community  services  block  grant  program,  is  a 
joint  effort  of  the  Federal  Government,  172  colleges  and  universities,  and  the  Na- 
tional Collegiate  Athletic  Association.  Because  the  NYSP  generates  about  twice  the 
amount  of  tne  Federal  appropriation  from  State,  local  and  private  sources,  it  is  a 
very  cost-effective  use  of  Federal  funds.  The  NYSP  is  a  low-cost/high  yield  program 
with  a  25-year  record  of  success. 

New  programs 

Mr.  Chairman,  before  I  close,  I  would  like  to  take  a  moment  to  cover  a  couple 
of  programs  that  were  authorized  under  the  Higher  Education  Amendments  of  1992, 
Public  Law  102-325,  that  are  of  interest  to  educators  in  Idaho.  Both  programs  fall 
under  title  V,  which  is  educator  recruitment,  retention  and  development.  The  first 
program,  found  at  section  506,  is  "State  academies  for  school  leaders."  It  is  aimed 
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at  improving  the  training  and  performance  of  school  principals  and  other  school 
leaders.  Idaho  has  established  a  School  Administrators'  Assistance  Center  [ISAAC], 
directed  at  accomplishing  similar  goals.  They  have  received  support  in  the  past  from 
State  appropriations,  user  fees,  private  grants  and  a  small  Federal  "lead"  grant. 
They  have  experienced  a  great  deal  of  success  in  improving  education  in  Idaho.  The 
State  Academies  for  School  Leaders  Program  would  help  them  continue  the  trend. 
This  program  was  not  funded  last  year;  therefore  I  would  request  the  committee 
consider  the  value  of  the  program  and  provide  adequate  funding  for  fiscal  year  1994. 

The  second  program  from  the  higher  education  reauthorization  is  the  small  State 
teaching  initiative,  title  V,  part  F  (Programs  for  Special  Populations),  subpart  3,  sec- 
tion 591.  This  section  provides  funds  to  small  States  for  developing  model  programs 
for  educational  excellence,  teacher  training  and  educational  reform. 

This  program  also  was  not  funded  in  fiscal  year  1993  because  of  budgetary  limita- 
tions. Given  the  focus  on  education  reform,  it  is  critical  that  our  smaller  States  be 
assisted  in  developing  and  implementing  innovative  education  reforms.  States  and 
local  governments  have  some  great  ideas  for  reform.  A  small  amount  of  assistance 
could  have  positive,  far-reaching  effects.  This  program  could  be  very  beneficial  as 
an  impetus  for  nationwide  reform.  I  hope  the  committee  will  give  this  program  its 
favorable  consideration  for  funding  in  fiscal  year  1994. 

Mr.  Chairman  and  Members  of  the  subcommittee,  I  hope  you  will  consider  these 
comments  as  you  make  important  choices  among  national  priorities,  and  I  thank 
you  for  your  time. 


Statement  of  Dennis  Kachelmier,  Superintendent  Lapwai  School  District 

No.  341 

To  Whom  It  May  Concern: 

On  behalf  of  the  Lapwai  School  District,  Nez  Perce  County,  and  the  State  of 
Idaho,  I  respectfully  submit  this  statement  in  regards  to  Impact  Aid,  Public  Law 
81-374  and  its  effects  on  the  Lapwai  School  District.  I  sincerely  feel  that  this  state- 
ment will  present  some  relevant  point  about  our  school  district  and  the  dependence 
we  have  upon  Impact  Aid  for  our  school's  (School  District  No.  341 — Lapwai,  Idaho) 
survival.  Some  facts  that  might  best  illustrate  this  are  related  in  the  following  sta- 
tistics and  narrative. 

Lapwai  School  District  is  located  on  the  Nez  Perce  Indian  Reservation  in  the 
North-Central  part  of  Idaho.  The  Nez  Perce  Reservation  and  its  people  are  best 
known  historically  because  of  the  famous  Nez  Perce  War  of  1877.  This  war  was  re- 
sponsible for  driving  many  of  Chief  Joseph's  Nez  Perce's  into  Canada.  Many  Indian 
women  and  children  were  killed  in  this  famous  retreat.  After  Joseph  had  won  many 
skirmishes  with  the  U.S.  Cavalry  but  had  suffered  many  losses  of  lives,  the  illus- 
trious chief  delivered  those  well-remembered  lines,  "My  heart  is  sick  and  sad.  From 
where  the  sun  now  stands,  I  will  fight  no  more."  Many  of  Joseph's  descendants  are 
now  students  of  our  school  district.  Other  tribal  members  are  certified  teachers, 
coaches,  and  administrators  in  our  schools. 

Many  positive  things  have  transpired  since  the  ugly  incidents  of  1877.  Joseph's 
words  are  well  remembered  by  his  descendants.  However,  in  a  different  context  on 
a  different  subject,  his  people,  once  again,  are  willing  to  fight.  They  are  now  willing 
to  fight  for  opportunities  equal  to  those  of  other  people  not  of  their  background  and 
not  of  their  culture.  The  Lapwai  School  District  has  afforded  Native  American  stu- 
dents educational  opportunities  equal  to  their  White  peers  and  students  of  neighbor- 
ing schools.  Because  of  Impact  Aid,  the  Lapwai  Schools  have  provided  for  these 
equal  educational  opportunities. 

Without  the  Impact  Aid  (874  moneys),  not  everyone  would  be  paying  its  share  of 
the  educational  services  provided.  We  (the  Lapwai  School  District)  have  approxi- 
mately 70  percent  of  the  students'  parents  living  on  nontaxable  (federal  trust)  prop- 
erty. Since  this  Indian  land  is  tax-free,  the  burden  of  responsibility  rests  with  the 
remaining  30  percent  of  the  taxpaying  parents. 

Is  it  fair  that  30  percent  pay  100  percent  of  the  students'  educational  services  and 
fees?  This  is  the  purpose  of  874  funds.  Impact  Aid  must  be  continued  to  provide  for 
an  equal  share  of  services  rendered.  Without  874  funds,  there  becomes  an  inequity 
as  to  financial  responsibility.  How  can  one  ask  tax  payers  to  pay  the  load  for  such 
a  great  percentage  of  tax-exempt  people.  Impact  Aid  pays  only  for  the  students  actu- 
ally served. 

If  these  funds  are  reduced  and/or  eliminated,  there  will  be  a  need  to  eliminate 
and  reduce  services  for  many  children  in  our  school  district.  Seventy  percent  of  our 
students  are  Native  American  children.  Although  these  students  have  categorical 
programs  to  help  solve  specific  needs,  funds  derived  from  these  programs  may  not 
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be  used  for  the  general  maintenance  and  operation  of  the  school.  We  would  much 
rather  discontinue  categorical  programs  than  relinquish  funds  that  provide  for  the 
comprehensive  education  of  all  the  students.  We  are  certain  that  the  impact  Aid  dol- 
lar provides  a  higher  level  of  productivity  than  any  other  program.  Impact  Aid  does 
not  mandate  additional  staff,  office  space,  lengthy  reports,  or  added  administration 
which  occurs  in  other  federal  entitlement  programs.  With  Impact  Aid,  educational 
goals  and  objectives  are  decided  by  the  people  closest  to  the  school  (who  know  best). 
Because  of  this,  Impact  Aid  money  is  not  wasted.  As  a  result  of  Impact  Aid  money, 
557  of  our  students  are  provided  adequate  educational  services. 

Because  the  federal  government  decided  to  place  the  Nez  Perce  Indian  Reserva- 
tion (and  other  reservations)  in  trust  status,  this  does  not  and  should  not  deny  In- 
dian children  who  live  on  these  lands — nor  Anglos  who  work  alongside  and  some- 
times serve  these  Native  Americans — the  right  to  equal  educational  opportunities. 
Equal  educational  opportunities  will  not  be  realized  in  our  school  district  without 
the  (in-lieu-of-taxes)  impact  Aid.  There  are  those  who  would  say  that  education  is 
a  responsibility  of  local  and  state  governments.  We  cannot  argue  that  in  general; 
however,  it  is  easily  seen  that  the  federal  government  has  created  a  unique  situa- 
tion with  the  establishment  of  Indian  trust  property,  where  Indian  families  (at  one 
time)  were  mandated  to  live.  The  tax  base  is  reduced  in  proportion  to  the  trust  (tax- 
free)  property. 

The  following  list  presents  facts  relevant  to  our  school  district: 

Lapwai  School  District  No.  341 

Name  of  School:  Lapwai  School  District  No.  341  (it  is  the  first  integrated  school 
of  its  kind  in  the  United  States  and  the  first  rural  high  school  in  Idaho — 1908). 

Location:  Lapwai,  Idaho  (located  on  the  Nez  Perce  Indian  Reservation  in  North- 
Central  Idaho). 

Address:  P.O.  Box  247,  Lapwai,  Idaho  83540. 

Nearest  town  of  any  size:  Lewiston,  Idaho  83501. 

Number  of  schools:  Two  (Lapwai  Elementary,  grades  P-6;  and  Lapwai  Jr./Sr. 
High  School,  grades  7-12). 

Number  of  students:  557. 

Number  of  Indian  students:  397. 

Size  of  district:  383  square  miles. 

Total  average  daily  attendance:  527.12. 

Total  impact  aid  received  by  our  district:  $654,360  (M  &  O),  $91,640  (Special  Ed.), 
total— $746,000. 

Total  budget:  $2,527,180  (M  &  O). 

Impact  Aid  percentage  on  M  &  O:  25.9  percent. 

Total  number  federally  connected  students:  390. 

Total  percentage  federally  connected  students:  70.0  percent. 

Cost  of  education  in  district  per  student:  $4,469. 

Number  of  students  who  qualify  for  free  or  reduced  lunches:  353. 

Estimated  percentage  of  students  who  would  qualify  for  free  or  reduced  lunches 
if  they  applied:  75  percent. 

As  one  can  clearly  see,  the  Lapwai  School  District  derives  25.9  percent  of  its  total 
maintenance  and  operation  budget  from  Impact  Aid.  Since  70  percent  of  all  children 
attending  are  Native  American  and  since  70  percent  of  all  students  are  living  on 
tax-exempt  lands,  we  do  not  believe  it  is  out  of  proportion — leastly  do  we  feel  it  is 
proportionally  high — for  Lapwai  School  District  to  receive  this  percentage. 

It  874  moneys  are  withdrawn,  the  local  contributors  cannot  stand  the  financial 
burden  of  providing  a  quality  education  for  the  entire  school  population.  I  could  not 
in  good  conscience  (if  874  were  eliminated)  ask  30  percent  of  my  patrons  to  pay  for 
the  education  of  those  federally  connected  students  who  we  drive  little  or  no  money. 

The  Lapwai  School  District's  Board  of  Trustees  has  asked  that  I  express  our  feel- 
ings on  this  very  grave  matter.  By  eliminating  874  moneys,  the  educational  opportu- 
nities for  students  will  regress  to  what  never  should  be  considered  as  adequate.  The 
proportion  of  federal  government  contribution  would  once  again  place  an  unfair  bur- 
den on  less  than  hall  of  our  patrons  to  educate  those  who  are  tax  exempt  living  on 
Indian  lands.  Indian  and  non-Indian  students  alike  deserve  an  equal  opportunity  for 
quality  education.  All  should  pay  their  fair  share.  Since  the  federal  government  has 
placed  the  Indian  people  on  nontaxable  lands  and  mandates  a  public  education,  we 
ask  that  the  federal  government  continue  to  support  the  public  schools'  in-lieu-of- 
taxes  not  received  because  of  the  trust  status  in  which  Indian  lands  are  placed. 

We  urge  that  Impact  Aid  be  supported  by  your  efforts  now  and  in  the  future.  Only 
in  this  manner  will  the  students  of  Lapwai  School  District  receive  the  fair  and  equal 
educational  opportunities  they  deserve. 
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Senator  Gorton.  Thank  you  very  much,  Senator  Craig.  I  share 
your  interest  in  Public  Law  81-874,  and  I  am  sure  Senator  Fein- 
stein  does  too,  each  of  us  in  Western  States  is  peculiarly  impacted 
and  helped  by  that  program.  And  in  addition,  I  can  tell  you,  in  con- 
nection with  the  National  Youth  Sports  Program,  that  is  one  of  my 
favorites  on  this  subcommittee  as  well. 

Senator  Craig.  Is  that  right. 

Senator  Gorton.  And  we  had  testimony  on  it  yesterday. 

STATEMENT  OF  HON.  DIANNE  FEINSTEIN,  U.S.  SENATOR  FROM  CALI- 
FORNIA 

Senator  Gorton.  Senator  Feinstein,  welcome  to  the  subcommit- 
tee, and  we  will  be  delighted  to  hear  your  testimony. 

Senator  Feinstein.  Thank  you  very  much,  Mr.  Chairman.  Thank 
you. 

Mr.  Chairman,  I  am  here  this  morning  to  say  a  few  words  on  be- 
half of  the  jobs  program,  and  particularly  to  do  that  from  the  per- 
spective of  a  Californian.  In  California  today,  according  to  the  1990 
census,  there  are  IV2  million  Americans  unemployed,  there  are 
730,000  young  adults  who  live  in  poverty.  The  number  of  unem- 
ployed are  more  than  the  population  of  12  other  States.  The  num- 
ber of  youngsters  who  are  raised  in  poverty  today  are  one  out  of 
four.  That  will  soon  be  one  out  of  three,  and  the  gross  number  is 
more  than  the  entire  population  of  six  other  States. 

For  many  of  these  youngsters  living  in  poverty,  there  is  really  lit- 
tle hope  of  gaining  the  kind  of  education  that  provides  the  skills 
for  them  to  obtain  a  job  and  then  to  obtain  it,  so  alternatives  such 
as  joining  a  gang  or  dropping  out  of  school  become  extraordinarily 
important.  We  have  seen  the  development  of  gangs  in  many  of  the 
major  cities  of  California,  as  well  as  in  other  States. 

Since  1964,  the  Job  Corps  has  been  giving  hope  and  jobs  to  these 
young  adults.  Each  year,  68,000  young  adults  between  the  ages  of 
16  and  24  participate  in  the  program  for  6  months  to  2  years.  They 
learn  and  they  grow  under  this  program.  And  three  out  of  four  of 
them  graduate  and  have  jobs  when  they  do. 

I  represent  a  State,  as  I  said,  with  high  unemployment.  I  am 
from  a  city,  San  Francisco,  where  the  unemployment  rate  for  young 
adults  is  even  higher.  In  San  Francisco  unemployment  for  young 
adults  between  the  ages  of  16  and  19  is  now  13  V2  percent.  So  the 
Job  Corps  offers  an  opportunity,  No.  1,  to  move  out  of  poverty,  No. 
2,  a  chance  to  succeed  with  a  job. 

So  I  am  pleased  to  fully  support  President  Clinton's  request  to 
provide  $1.15  billion  to  the  Job  Corps  Program.  I  think  the  funds 
will  maintain  the  current  programs.  They  will  be  used  to  repair 
aging  centers  and  build  some  new  ones.  Eight  new  centers  under 
this  program  would  be  created  nationwide. 

Today  in  California,  six  cities  have  a  Job  Corps  center.  They  are 
San  Bernadino,  Los  Angeles,  Sacramento,  San  Diego,  and  San  Jose. 
Other  cities,  including  San  Francisco  and  Fresno,  are  eager  to  have 
centers  located  within  their  boundaries.  California  needs  more  Job 
Corps  centers.  Our  unemployment  rate,  our  youngsters  in  poverty, 
demonstrate  this. 

One  last  point.  Money  spent  on  the  Job  Corps  Program  is  money 
well  spent.  The  Job  Corps  states  that  for  every  $1  invested  in  the 
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Erogram,  the  economy  gains  $1.46  in  return,  and  I  can  think  of  no 
etter  benefit  for  our  society. 

You  know,  Mr.  Chairman,  we  just  checked  the  figures.  In  the  last 
3  years,  the  Congress  has  added  $83  billion  in  extending  work- 
man's— excuse  me,  unemployment  compensation  insurance;  $83  bil- 
lion. So  I  think  we  have  to  think  jobs,  jobs,  jobs.  How  to  train  our 
young  people,  how  to  see  that  they  have  the  skills  and  how  they 
can  get  a  job,  so  we  can  reverse  this  flow  of  funds  for  unemploy- 
ment insurance. 

And  I  would  like  to  thank  you  for  this  opportunity  and  I  hope 
that  there  will  be  a  strong  bipartisan  effort  to  see  that  this  Job 
Corps  Program  is  fully  funded  this  session. 

Senator  Gorton.  Senator  Feinstein,  thank  you  for  that  testi- 
mony. This  Senator  is,  of  course,  very  much  aware  of  the  Job 
Corps.  I  have  visited  many  of  its  sites  in  the  State  of  Washington. 
And  I  think  you  will  find  the  subcommittee  very  supportive  and 
sympathetic  to  its  programs. 

As  you  are  a  member  of  the  full  committee,  though  not  of  this 
subcommittee,  if  you  do  not  have  other  engagements  this  morning 
we  would  be  happy  to  have  you  up  here  to  listen  to  any  of  the  other 
testimony  that  you  would  like  to. 

Senator  Feinstein.  Thank  you.  I  appreciate  that.  May  I  take  a 
rain  check?  I  am  due  to  make  a  comment  before  another  commit- 
tee. 

Senator  Gorton.  I  suspected  that  might  be  the  case,  but  you 
have  the  invitation. 

Senator  Feinstein.  Thank  you  very  much.  I  appreciate  it. 

Senator  Gorton.  Thank  you  both.  Thank  you  both  very  much. 

I  will  now  call  Mary  Chatel — I  hope  I  am  pronouncing  that 
right — Robert  Tobias,  Diane  Bridge,  and  Nathan  Albright.  Oh,  I  am 
sorry,  I  am  sorry,  I  missed  No.  1,  Chapin  Wilson  and  Arthur 
Flemming  as  well. 

STATEMENTS  OF: 

CHAPIN  WILSON,  AMERICAN  FEDERATION  OF  GOVERNMENT  EM- 
PLOYEES, AFL-CIO 

ARTHUR  FLEMMING,  AMERICAN  FEDERATION  OF  GOVERNMENT 
EMPLOYEES,  AFL-CIO 

Senator  Gorton.  Secretary  Flemming,  we  certainly  welcome  you 
here.  You  are,  without  any  deprecation  of  any  other  witnesses,  one 
of  the  most  distinguished  witnesses  to  come  before  this  subcommit- 
tee. And  your  experience  and  your  commitment  have  been  an  inspi- 
ration for  Americans  for  as  long  as  this  not-very-junior  Senator  can 
remember.  And  we  are  delighted  to  have  you  here  this  morning 
and  we  will  be  happy  to  hear  your  presentation. 

Mr.  Flemming.  Mr.  Chairman,  I  appreciate  those  comments  very 
much.  And  if  I  can  say — not  on  my  time — that  I  listened  to  the  tes- 
timony on  the  impact  issue  with  great  interest.  The  first  issue  that 
I  discussed  before  the  Congress  in  1958  when  I  was  Secretary  of 
Health,  Education,  and  Welfare,  was  the  impact  issue. 

Senator  Gorton.  That  will  not  count  against  your  time. 

Mr.  Flemming.  Right. 

I  am  happy  to  appear  before  the  committee  to  discuss  the  backlog 
of  disability  cases  that  confronts  the  Social  Security  Administra- 
tion. It  is  common  knowledge  that  the  present  backlog  of  the  first 
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filings  on  disability  cases  is  over  700,000,  and  that  the  backlog  of 
appeals  is  slightly  over  300,000.  This  means  that  the  average  wait- 
ing time  on  initial  disability  claims  is  now  3  to  4  months.  The  aver- 
age waiting  time  on  appeals  cases  is  over  1  year. 

A  few  days  ago  the  President  submitted  his  budget  for  1994  and 
estimated  that  the  backlog  of  initial  disability  claims  would  be 
1,320,000  at  the  end  of  1994.  This  means  that  the  average  waiting 
time  on  initial  claims  will  be  7  to  8  months,  the  average  waiting 
time  on  appeals  will  be  approximately  2  years. 

Last  year  then-Social  Commissioner  King,  in  testimony  before 
the  House  Ways  and  Means  Committee,  said  that  it  would  take 
5,000  new  employees  to  clear  up  this  backlog.  The  U.S.  Govern- 
ment has  failed  to  provide  any  kind  of  meaningful  response  to  this 
testimony.  The  executive  branch  continues  to  insist,  for  example, 
the  Congress  has  not  removed  the  administrative  budget  of  SSA 
from  the  general  budget.  This  means  that  trust  fund  money  which 
could  be  used  legitimately  for  some  additional  personnel  is  not 
being  used. 

The  President's  latest  budget  presentation  would  obviously  create 
a  much  more  serious  situation  as  it  calls  for  a  backlog  of  3,200,000. 
Even  though  the  President's  proposal  for  $1  billion  for  improved 
technology  is  welcome,  it  is  not  a  proposal  for  dealing  with  today's 
backlog.  It  is  estimated  that  this  proposed  automation  would  save 
4,000  jobs.  But  that  estimate  is  over  the  1992  base,  a  base  that  is 
inadequate  and  that  is  creating  a  growing  backlog  of  disability 
cases  which  it  is  estimated  will  reach  1,320,000  at  the  end  of  the 
fiscal  year. 

PREPARED  STATEMENT 

Citizens  of  this  country  are  asking  why  it  is  that  they  have  to 
wait  so  long  to  determine  whether  or  not  they  are  eligible  or  ineli- 
gible for  disability  benefits.  I  do  not  believe  that  it  is  good  for  this 
form  of  Government  to  ask  citizens  to  wait  this  long  a  period  of 
time,  and  I  urge  you  to  give  serious  consideration  to  this  issue. 

Senator  Gorton.  Thank  you  very  much,  Secretary  Flemming. 

[The  statement  follows:] 

Statement  of  Arthur  S.  Flemming 

I  am  happy  to  appear  before  the  Committee  on  Appropriations  to  discuss  the 
backlog  of  disability  cases  that  confronts  the  Social  Security  Administration. 

It  is  common  knowledge  that  the  present  backlog  of  the  first  filings  on  disability 
cases  is  over  700,000  and  that  the  backlog  of  appeals  is  slightly  over  300,000.  This 
means  that  the  average  waiting  time  on  initial  disability  claims  is  now  three  to  four 
months.  The  average  waiting  time  on  appeals  cases  is  over  a  year. 

A  few  days  ago  the  President  submitted  his  budget  for  1994  and  estimated  that 
the  backlog  of  initial  disability  claims  would  be  1,320,000  at  the  end  of  1994. 

This  means  that  the  average  waiting  time  on  initial  claims  will  be  seven  to  eight 
months.  The  average  waiting  time  on  appeals  will  be  approximately  two  years. 

Last  year,  then  Social  Security  Commissioner  King,  in  testimony  before  the  House 
Ways  and  Means  Committee  said  that  it  would  take  5,000  new  employees  to  clear 
up  this  backlog.  The  United  States  Government  has  failed  to  provide  any  kind  of 
meaningful  response  to  this  testimony.  The  Executive  Branch  continues  to  insist,  for 
example,  that  Congress  has  not  removed  the  administrative  budget  of  SSA  from  the 
general  budget.  This  means  that  trust  fund  money  which  could  be  used  legitimately 
for  some  additional  personnel  is  not  being  used. 

The  President's  latest  budget  presentation  would  obviously  create  a  much  more 
serious  situation  as  it  calls  for  a  backlog  of  3,200,000.  Even  though  the  President's 
proposal  for  a  billion  dollars  for  improved  technology  is  welcome,  it  is  not  a  proposal 
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for  dealing  with  today's  backlog,  (a)  It  is  estimated  that  this  proposed  automation 
would  save  4,000  jobs.  (6)  But  that  estimate  is  over  the  1992  base — a  base  that  is 
inadequate  and  that  is  creating  a  growing  backlog  of  disability  cases  which  it  is  esti- 
mated will  reach  1,320,000  at  the  end  of  fiscal  year  1994. 

The  question  is  now  being  asked  as  it  was  in  the  1980's,  whether  the  Social  Secu- 
rity Administration  could  cut  down  its  backlog  by  changing  the  "rules  of  the  game" 
and  following  a  tougher  policy  in  determining  whether  persons  are  eligible  for  dis- 
ability. 

This  is  a  diversion  tactic  designed  to  postpone  until  tomorrow  the  facing  of  the 
real  issue:  namely,  the  failure  to  give  hundreds  of  thousands  of  persons  an  answer 
to  the  question:  "Am  I  eligible  or  ineligible  for  disability  benefits  under  the  present 
'rules  of  the  game'?" 

They  are  not  getting  an  answer  to  this  question  because  the  Social  Security  Ad- 
ministration is  a  seriously  undersized  agency  as  it  has  been  reduced  from  early  in 
the  80s  from  an  agency  of  80,000  to  an  agency  of  63,000. 

Conclusion 

In  other  words,  the  national  community  has  raised  the  expectations  of  disabled 
persons  by  laws  guaranteeing  certain  benefits  under  certain  conditions. 

Then  it  has  said  to  those  who  file  under  these  laws,  "We  do  not  have  enough 
money  to  provide  a  staff  that  will  give  you — in  anything  approaching  a  reasonable 
period  of  time — an  answer  to  the  question  of  whether  or  not  you  qualify  for  benefits 
under  these  laws." 

In  the  meantime,  hundreds  of  thousands  of  persons  face  premature  death  or  un- 
necessary suffering.  This  is  a  case  of  compassion  being  overruled  by  practicality 
when  in  fact  it  is  impractical  to  keep  sowing  the  seeds  which  could  easily  result  in 
many  persons  losing  confidence  in  our  form  of  government. 

STATEMENT  OF  CHAPIN  WILSON 

Senator  Gorton.  Now  I  think  I  owe  an  apology  to  you,  Mr.  Wil- 
son. I  think  I  stepped  on  your  lines,  that  you  wanted  to  make  that 
introduction. 

Mr.  Wilson.  Well,  you  did  it  certainly  better  than  I  might  have, 
Mr.  Chairman. 

I  am  here  on  behalf  of  our  president,  president  John  Sturdivant 
of  the  American  Federation  of  Government  Employees,  and  I  would 
like  to  associate  my — have  my  statement  entered  for  the  record. 

Senator  Gorton.  It  will  be. 

PREPARED  STATEMENT 

Mr.  Wilson.  And  associate  myself  with  the  secretary's  remarks. 

If  I  might  just  for  a  second,  my  son  and  his  wife  live  in  Seattle 
in  the  Ballard  section,  and  I  know  that  the  State  of  Washington  is 
very  proud  of  being  an  exporting  State  to  the  Pacific  rim.  And  hav- 
ing been  out  there  a  number  of  times  now,  I  would  urge  you  to  use 
your  good  office  to  export  latte  to  the  east  coast  as  fast  as  you  can. 

Senator  GORTON.  It  is  moving  here  rather  rapidly. 

Mr.  Wilson.  I  hope  that  it  is. 

Senator  GORTON.  My  wife  still  gripes  a  little  bit  about  the  lack 
of  availability.  But  I  thank  you,  and  I  am  a  close  neighbor  of  your 
son. 

Mr.  Wilson.  Thank  you. 

Senator  Gorton.  But  thank  you  very  much,  and  thank  you,  Sec- 
retary Flemming. 

[The  statement  follows:! 

Statement  of  John  N.  Sturdivant 

Mr.  Chairman  and  members  of  the  Committee,  I  thank  you  for  the  opportunity 
to  present  this  statement  regarding  the  escalating  crisis  in  the  Social  Security  Ad- 
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ministration  due  to  the  failure  to  provide  adequate  funding  to  administer  SSA's  pro- 
grams. AFGE  represents  approximately  50,000  SSA  workers  across  the  country. 

DISABILITY  BACKLOGS 

The  most  obvious  manifestation  of  inadequate  funding  in  SSA  is  the  escalating 
backlogs  in  disability  case  processing.  In  1988  the  average  waiting  time  for  a  deci- 
sion on  a  disability  claim  was  75  days.  According  to  SSA's  fiscal  year  1994  budget 
justification,  disability  processing  times  are  projected  to  escalate  to  213  days  by  the 
end  of  the  fiscal  year.  The  number  of  initial  disability  claims  pending  in  1988  was 
263,403.  For  fiscal  year  1994,  SSA  estimates  that  the  number  of  pending  claims  will 
reach  1.2  million.  This  is  a  four  and  one-half  times  increase. 

New  disability  claims  have  increased  50  percent  between  1988  and  1992,  from  1.6 
million  claims  in  1988,  to  2.4  million  in  1992,  and  a  projected  2.76  million  in  1993. 
New  claims  have  increased  80  percent  from  1.53  million  in  1984  to  an  estimated 
2.76  million  in  1993.  At  the  same  time  SSA  workyears  were  reduced  by  26  percent 
since  1984  and  the  State  Disability  Determination  Service  staff  was  reduced  by  ap- 
proximately 14  percent.  Total  average  processing  time  from  the  initial  claim  to  final 
appeal  was  over  23  months  as  of  February  1993.  Since  1990  disability  applications 
have  increased  41  percent  while  SSA  staff  stagnated  and  actually  dropped  slightly 
(i.e.,  1  percent). 

The  Agency  has  attempted  to  shift  much  of  the  interviewing  workload  from  tradi- 
tional face  to  face  service  to  teleclaims.  Thus,  a  large  proportion  of  disability  claims 
are  taken  over  the  phone. 

Another  disability  problem  which  has  been  a  direct  result  of  staff  cuts  is  the  proc- 
essing of  continuing  disability  reviews  (CDR's).  CDR's  are  periodic  reviews  of  SSA 
disability  beneficiaries  to  determine  whether  these  individuals  remain  eligible  for 
benefits. 

In  fiscal  year  1992  SSA  conducted  58,000  CDR's  out  of  an  estimated  300,000  to 
500,000  required  to  fulfill  the  1980  Congressional  statutory  mandate.  According  to 
a  General  Accounting  Office  (GAO)  study  entitled  SSA's  Processing  of  Continuing 
Disability  Reviews  (GAO/T-HRD-93-9),  SSA  has  only  conducted  13,500  CDR's  in 
the  first  5  months  of  fiscal  year  1993.  This  projects  to  a  rate  of  32,400  CDR's  for 
the  entire  fiscal  year.  The  CDR  completion  rate  for  fiscal  year  1993  is  56  percent 
of  fiscal  year  1992's  accomplishments.  Shockingly,  this  CDR  completion  rate  is  only 
9  percent  of  the  366,816  CDR's  completed  in  fiscal  year  1989  and  only  6  percent 
of  the  projected  legal  mandate  for  fiscal  year  1993. 

Not  only  does  SSA  violate  the  law  by  not  processing  CDR's  but  the  aforemen- 
tioned GAO  study  indicates  that  failure  to  process  CDR's  from  fiscal  year  1990  to 
fiscal  year  1993  will  result  in  a  $1.4  billion  shortfall  in  the  trust  fund  by  fiscal  year 
1997.  Failure  to  process  adequate  CDR's  prior  to  fiscal  year  1990  increases  that  loss 
to  the  trust  fund  by  an  unknown  but  very  large  amount. 

By  failing  to  process  CDR's,  the  Agency  has  permitted  individuals  whose  condition 
has  improved  to  continue  to  receive  disability  benefits.  CDR's  result  in  terminated 
benefits  for  5  percent  to  6  percent  of  cases  examined  by  SSA.  Failure  to  conduct 
CDR's  results  in  lost  trust  fund  revenue  which  could  be  used  to  insure  adequate 
staffing  for  the  Agency  and/or  prevent  the  projected  depletion  of  the  disability  trust 
fund  by  1997.  Ironically  the  Congress  is  poised  to  reallocate  trust  fund  monies  from 
OASI  to  DI  even  while  the  DF  system  is  hemoragging  with  overpayments.  In  addi- 
tion, allowing  medically  recovered  individuals  to  remain  on  the  disability  rolls  cre- 
ates cynicism  and  a  lack  of  public  confidence  in  the  integrity  of  the  disability  pro- 
gram. CDR's  are  cost  effective.  GAO  has  stated  that  for  every  $1  spent  on  conduct- 
ing CDR's,  $4  will  be  saved.  Failing  to  provide  adequate  staff  to  conduct  CDR's 
which  are  revenue  enhancing  is  senseless. 

TELEPHONE  ACCESS  PROBLEMS 

On  October  1,  1988,  SSA  initiated  an  800  number  phone  system.  This  service  ini- 
tiative has  been  plagued  since  its  inception  with  telephone  access  problems  attrib- 
utable to  understaffing  of  800  number  service  especially  during  peak  periods.  Access 
rates  in  1992  ranged  from  44  percent  in  January  to  94  percent  in  June.  Peak  day 
access  rates  were  as  low  as  26  percent  in  January.  In  January  1993  the  access  rate 
was  48.1  percent. 

Congress  responded  to  public  complaints  by  requiring  SSA  to  restore  the  public's 
access  to  local  field  offices.  Unfortunately  SSA  did  not  act  in  good  faith.  Now  neither 
the  800  number  nor  the  local  office  access  system  performs  adequately. 
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STIMULUS  INVESTMENT  PROPOSALS  AND  THE  FISCAL  YEAR  1994  BUDGET  PROPOSAL 

The  Clinton  Administration  proposed  a  few  initiatives  in  order  to  address  the  in- 
adequate administrative  fiscal  year  1993  budget  for  SSA.  A  $302  million  supple- 
mental budget  for  fiscal  year  1993  was  part  of  President  Clinton's  economic  stimu- 
lus package.  As  we  know  it  will  not  be  passed.  Every  indication  that  we  have  is 
that  if  there  is  a  supplemental  appropriation  it  will  not  approach  the  $302  million 
that  was  in  the  stimulus  package. 

The  foregoing  paints  a  very  bleak  picture  indeed,  except  for  the  $1.13  billion  auto- 
mation investment  fund  proposal  which  we  fully  support.  The  fiscal  year  1994  budg- 
et provides  for  a  workyear  reduction  of  over  2,000  FTEs.  The  DDS'  workyear  reduc- 
tion is  over  500  FTEs.  The  disability  pending  workload,  both  initial  and  appeals 
claims,  can  be  expected  to  explode.  The  public  will  have  an  even  greater  problem 
getting  through  on  the  telephone  and  at  the  office.  Congressional  offices  can  expect 
their  SSA  related  constituent  work  to  appreciate  dramatically.  Mr.  Chairman,  you 
and  this  Committee  well  know  that  the  current  sad  state  of  affairs  has  been  many 
years  in  the  making.  We  need  to  begin  moving  in  a  positive  direction.  More  cuts 
in  human  resources  are  not  the  answer.  Any  help  from  enhanced  systems  invest- 
ment is  years  away.  A  recent  AARP  study,  presented  at  a  Ways  and  Means  Commit- 
tee hearing  states  that  the  public's  satisfaction  with  SSA  is  dropping  rapidly,  espe- 
cially in  the  minority  community.  We  need  more  human  resources  at  SSA,  not  less. 

SSA  needs  a  minimum  of  7,000  additional  FTEs  to  process  disability  workloads, 
backlogs,  improve  telephone  access  in  both  field  offices  and  teleservice  centers,  wage 
enforcement  matters  and  all  the  other  Congressionally  mandated  programs. 

SSA  should  also  provide  funds  for  infrastructure  improvements  in  the  deteriorat- 
ing, unsafe,  and  unhealthy  facilities  that  it  occupies. 

Congress  should  investigate  SSA's  statistical  manipulation  practices  and  order  the 
Agency  to  reassess  its  methodology  of  allocating  staff  by  an  invalid  productivity 
measurement. 

Congress  should  petition  OMB  to  include  SSA's  administrative  expenses  off  budg- 
et as  a  reinterpretation  of  the  1990  Omnibus  budget  bill.  If  OMB  refuses  to  consider 
SSA's  administrative  expenses  off  budget,  legislation  should  be  passed  requiring 
SSA's  Administrative  expenses  to  be  off  budget. 

Congress  should  pass  Independent  Agency  legislation. 

Thank  you  for  allowing  me  to  testify  on  behalf  of  all  the  dedicated  Social  Security 
employees  who  administer  this  program.  I  would  be  happy  to  respond  to  any  ques- 
tions that  you  may  have. 

STATEMENT  OF  MARY  CHATEL,  SOCIAL  SECURITY  MANAGEMENT  AS- 
SOCIATIONS 

Senator  GORTON.  Did  I  get  it  right,  is  it  Mary  Chatel? 

Ms.  Chatel.  Chatel,  yes. 

Senator  Gorton.  Fine.  It  is  your  turn. 

Ms.  Chatel.  Thank  you. 

Thank  you,  Mr.  Chairman.  My  name  is  Mary  Chatel  and  I  am 
the  vice  president  of  the  National  Council  of  Social  Security  Man- 
agement Associations.  I  really  appreciate  the  opportunity  to  speak 
to  you  today,  because  I  believe  our  organization  is  uniquely  quali- 
fied to  comment  about  the  appropriations  to  Social  Security. 

Our  members  are  the  4,000  managers  and  supervisors  who  work 
in  the  Social  Security  field  offices  and  teleservice  centers  through- 
out the  country.  We  see  firsthand  each  day  how  people  are  affected 
by  Social  Security's  budget.  At  retirement  time  or  when  disability 
or  death  confront  one  of  your  constituents,  we  are  Government  to 
that  person. 

As  managers,  we  are  accountable  to  these  people.  Therefore,  we 
urge  you  to  appropriate  enough  money  for  us  to  do  our  job.  We  take 
pride  in  the  work  we  do.  However,  we  are  no  longer  proud  of  sev- 
eral aspects  of  our  service,  particularly  that  which  Dr.  Flemming 
just  commented  on,  how  long  it  takes  to  get  a  disability  decision. 

Disability  claims  have  increased  55  percent  since  1990.  Because 
we  do  not  have  the  necessary  staff  to  handle  this  workload,  it  takes 
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about  3V2  months  from  the  date  of  application  to  the  date  of  the 
disability  decision.  If  a  reconsideration  is  involved,  it  is  7  months. 
If  a  hearing  is  involved 

Senator  GORTON.  If  you  had  adequate  personnel,  how  long  would 
that  period  be? 

Ms.  Chatel.  We  would  like  to  get — we  would  be  able  to  get  an 
initial  decision  in  about  2  months.  A  recon  should  probably  take 
about  1  month,  and  hearings — I  think  it  is  abominable  that  people 
take — that  it  takes  over  1  year.  In  fact,  I  spoke  to  a  man  just  the 
day  before  I  came  down  here  who  had  waited  16  months  for  his 
first  disability  check.  In  the  interim,  he  had  to  move  in  with  his 
mother,  go  on  welfare.  And  now  that  he  finally  got  his  own  check 
and  was  able  to  live  on  his  own  again,  he  was  just  admitted  to  a 
hospital  and  they  do  not  believe  he  will  live  to  come  out  of  the  hos- 
pital. 

Without  the  money  in  the  stimulus  package,  now  we  are  going 
to  have  to  add  an  additional  3  weeks  to  each  stage  of  the  disability 
process. 

If  Social  Security  is  subjected  to  further  staff  and  resource  cuts, 
service  delivery  in  every  part  of  the  country  will  more  sharply  dete- 
riorate. At  a  time  when  we  need  more  employees  to  respond  to  the 
public's  needs,  the  agency's  budget  proposal,  in  accordance  with  the 
executive  order,  proposes  to  reduce  our  staffing  1,800  FTE's,  full- 
time  equivalents,  over  fiscal  year  1993  and  1994.  Such  an  across- 
the-board  approach  does  not  consider  the  loss  of  17,000  FTE's 
under  downsizing  at  Social  Security,  nor  the  impact  these  proposed 
cuts  will  have. 

In  addition  to  being  sound  public  policy,  it  makes  economic  sense 
to  invest  the  funds  for  Social  Security  to  operate  properly.  We  could 
save  $1  in  administrative  costs — excuse  me,  $4  in  benefits  for  every 
$1  of  administrative  costs  if  we  continued  to  do  continuing  disabil- 
ity reviews,  which  ensure  that  anyone  on  disability  remains  enti- 
tled to  them. 

I  see  my  time  is  up,  so  therefore  I  just  wanted  to  say 

Senator  Gorton.  I  interrupted  you.  You  will  get  another  30  sec- 
onds. 

PREPARED  STATEMENT 

Ms.  Chatel.  Thank  you.  Investing  the  funds  to  modernize  Social 
Security's  computer  system  makes  economic  sense.  We  would  have 
a  more  efficient  operation.  Therefore,  I  urge  that  you  appropriate 
at  least  above  $5.4  billion  for  Social  Security's  administrative  ex- 
penses. 

Thank  you. 

Senator  Gorton.  Thank  you  very  very  much. 

[The  statement  follows:] 

Statement  of  Mary  Chatel 

The  National  Council  of  Social  Security  Management  Associations  (SSMA)  rec- 
ommends an  administrative  budget  for  SSA  which  provides  resources  for  our  em- 
ployees and  managers  to  adequately  serve  the  needs  and  protect  the  rights  of  the 
American  public.  We  are  almost  4,000  managers  and  supervisors  working  in  SSA 
field  offices  and  teleservice  centers  across  the  U.S.  Founded  22  years  ago,  we  pro- 
vide field  management  the  opportunity  to  consult  with  SSA's  leadership.  We  serve 
more  than  41  million  Americans  receiving  Social  Security  benefits,  5.3  million  re- 
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ceiving  Supplemental  Security  Income  (SSI),  and  135  million  taxpayers  and  their 
employers  who  contribute  payroll  taxes. 

Our  members  work  closely  every  day  with  Social  Security  beneficiaries.  We  trans- 
late complicated  Social  Security  laws  and  regulations  into  purposeful  personal  serv- 
ice to  each  American.  We  take  pride  in  the  work  we  do;  however,  we  are  not  proud 
of  the  fact  that  many  Americans  who  apply  for  benefits  with  us  have  to  wait  too 
long  to  receive  a  decision  on  their  claims. 

We  testified  before  Congress  in  years  past  about  the  growing  backlogs  in  the  dis- 
ability program.  Based  on  our  testimony,  SSA's  testimony,  and  that  of  others — and 
based  on  public  complaints  about  delays  in  receiving  benefits — a  number  of  commit- 
tees, including  the  House  and  Senate  Budget  Committees  and  the  House  Ways  and 
Means  Committee,  last  year  publicly  recognized  the  need  to  increase  SSA's  adminis- 
trative budget  to  address  the  growing  disability  crisis.  There  was  widespread  agree- 
ment that  SSA  needed  $500  million  more  than  the  Bush  budget  request  to  respond 
to  dire  problems  with  our  disability  program.  Yet  we  ended  the  fiscal  year  1993  ap- 
propriations process  with  barely  the  $4.8  billion  requested  by  Pres.  Bush;  and  with 
$200  million  of  those  funds  held  in  contingency.  Even  if  all  contingency  funds  are 
released  in  the  current  year,  we  will  end  fiscal  year  1993  $500  million  short  of  what 
we  needed. 

We  were  therefore  encouraged  that  the  Clinton  Administration  requested  $302 
million  in  SSA  supplemental  fiscal  year  1993  spending.  The  loss  of  those  funds  due 
to  the  failure  of  the  overall  stimulus  package  is  devastating.  As  a  result,  the  Admin- 
istration's fiscal  year  1994  request  of  $5  billion  for  SSA,  which  includes  $120  million 
as  part  of  multi-year  funding  earmarked  for  disability,  must  be  increased. 

For  each  year  we  delay  administratively  correcting  our  disability  program,  the 
costs  go  up.  Disability  claims  have  steadily  increased  since  1990.  In  Fehruary  1992, 
SSA  adjudicated  an  all  time  record  of  231,632  disability  claims.  Yet  in  February 
1993  we  adjudicated  over  243,000  disability  claims,  a  5  percent  increase  over  our 
previous  highest  February  on  record.  The  increase  in  disability  claims  activity  again 
this  year  is  an  indication  that  there  is  a  definite  trend  of  increased  claims,  not  just 
a  short  term  aberration.  Initial  decisions  in  disability  cases  currently  take  more 
than  100  days  on  average.  In  addition,  the  appeals  process  in  the  disability  program 
is  backlogged  as  bad  as  or  worse  than  the  initial  claims  process.  Service  provided 
to  those  who  have  filed  for  hearings  on  their  disability  claims  is  unconscionable. 
Waiting  9  months  to  a  year  for  a  hearing  decision  is  routine — this  after  a  6  to  8 
month  wait  from  the  application  date  through  the  reconsideration  stage.  It  is  no 
wonder  that  we  have  horror  stories  describing  the  deplorable  conditions  of  people 
who  await  decisions. 

For  fiscal  year  1994  we  need  to  start  at  a  $5.4  billion  baseline  just  to  be  where 
we  would  have  been  at  the  end  of  fiscal  year  1993  if  both  the  contingency  and  sup- 
plemental funds  had  been  obtained.  This  will  still  be  a  baseline  $100  million  short 
of  what  we  needed  for  the  current  year  to  work  down  disability  backlogs.  After  that 
we  need  additional  funding  to  do  other  essential  work  which  we  are  now  deferring 
as  we  struggle  with  the  disability  workload. 

We  are  enthusiastic  about  President  Clinton's  initiative  to  move  away  from  con- 
sumption spending  toward  investment,  including  investment  in  people.  At  SSA, 
training  and  service  delivery  in  local  communities  have  too  often  been  neglected.  For 
example,  Congress  mandated  that  telephone  service  in  local  communities  be  re- 
turned to  the  level  it  was  before  the  national  800  number  implementation.  Congress 
also  mandated  a  change  in  representative  payee  procedures  and  processes.  For  nei- 
ther of  these  new  workloads  were  field  offices  given  any  additional  resources.  The 
result  is  that  telephone  service  in  field  offices  has  not  improved  and  all  other  work- 
loads have  slowed  to  accommodate  the  new  representative  payee  processes. 

The  cost  of  not  investing  in  people  is  staggering.  For  example,  SSA  is  required 
by  law  to  conduct  Continuing  Disability  Reviews  (CDRs)  to  ensure  that  individuals 
receiving  disability  benefits  remain  entitled  to  them.  Yet,  SSA  has  not  been  able  to 
perform  anywhere  near  the  number  of  CDRs  mandated  by  Congress  because  our 
field  office  and  DDS  employees  are  working  feverishly  to  keep  initial  disability 
claims  moving.  Now  the  backlog  of  CDRs  is  around  one  million  cases.  Program  costs 
due  to  disability  overpayments  dwarf  what  it  would  cost  administratively  to  prop- 
erly conduct  reviews. 

After  years  of  downsizing  SSA,  it  is  impossible  for  us  to  take  on  new  workloads 
without  additional  human  resources.  Therefore,  we  are  deeply  troubled  by  the  Feb- 
ruary 10th  Executive  Orders  and  subsequent  budget  proposal  to  reduce  our  staffing 
level  by  1,792  FTEs  during  fiscal  year  1993  and  fiscal  year  1994.  We  once  again 
find  the  agency  caught  by  an  across-the-board  approach  which  does  not  consider  the 
significant  cuts  we  have  already  taken  or  the  service  delivery  impact  any  additional 
cuts  will  have.  SSA  has  testified  that  the  loss  of  the  $302  million  in  fiscal  year  1993 
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supplemental  funds  will  add  three  weeks  to  each  stage  of  disability  processing.  If 
SSA  is  now  subjected  to  further  staff  and  resource  cuts,  service  delivery  in  your 
home  states  and  in  every  part  of  the  country  will  even  more  sharply  deteriorate. 

We  have  to  have  personnel  in  field  offices  and  teleservice  centers  to  respond  to 
the  needs  of  the  public.  Some  small  percentage  of  that  response  can  be  completely 
done  with  automation  in  the  future,  maybe  10  years  from  now.  However,  the  dis- 
abled, the  poor,  the  homeless,  the  ill-educated,  and  those  who  are  in  remote  areas 
can  never  access  automation.  We  must  find  a  way  to  exempt  SSA  from  any  further 
staffing  cuts  in  our  service  delivery  process. 

At  the  same  time,  we  fully  support  SSA's  $1.1  billion  "no-year"  funding  request 
for  computer  modernization.  Computer  enhancement  at  SSA  has  consisted  of  im- 
provements to  the  main  frame,  programs  and  field  capability  to  access  and  change 
information  in  SSA's  database.  We  have  not,  however,  invested  in  sufficient  per- 
sonal computers,  computer  training,  fax  machines  and  other  technological  aids 
which  most  people  might  assume  we  already  have.  Service  to  the  public  will  be  im- 
proved when  each  employee  has  access  to  everything  within  SSA's  mainframe  plus 
local  information  plus  technical  resources  all  at  their  own  workstation. 

Social  Security  is  the  one  federal  program  that  has  stood  the  test  of  time.  It  is 
unnerving  to  see  the  growing  disenchantment  of  young  workers  with  the  program. 
We  have  long  neglected  training  our  employees  on  the  value  of  a  contributory  social 
insurance  system,  and  we  have  certainly  been  unable  to  spend  time  with  the  tax- 
paying  public  describing  for  them  what  they  get  for  their  tax  dollar.  Yet,  when  we 
are  needed  at  retirement  time,  or  when  disability  or  death  confronts  a  worker  or 
his  or  her  family,  we  are  government  to  that  family.  Our  field  offices  are  the  places 
where  government  looks  straight  into  the  faces  of  the  individuals  who  make  up  the 
American  public.  As  managers,  we  are  accountable  to  those  people.  They  deserve 
more  than  what  short-sighted,  across-the-board  budget  cuts  will  inevitably  give 
them. 

Recommendation 

Based  on  the  information  provided  above  regarding  the  deficiencies  in  the  fiscal 
year  1993  budget,  we  recommend  fiscal  year  1994  SSA  funding  above  $5.4  billion 
for  administrative  expenses.  We  also  urge  exemption  for  SSA  from  further  reduc- 
tions in  field  staffing  levels.  We  understand  that  caps  on  domestic  discretionary 
spending  and  deficit  concerns  have  not  allowed  sufficient  funds  to  be  appropriated 
to  SSA  in  the  past.  That  is  why  SSMA  strongly  urges  Congress  to  remove  SSA's 
administrative  expenses  from  the  unified  budget.  When  Members  of  Congress  ask 
why  we  do  not  conduct  Continuing  Disability  Reviews  as  required  by  law,  which 
would  now  save  well  over  $4  in  misspending  for  every  $1  of  administrative  cost,  the 
answer  is  simple:  The  dollar  spent  would  have  to  come  from  our  inadequate  admin- 
istrative budget;  the  four  dollars  saved  would  remain  in  trust  funds.  The  dollars 
saved  would  not  then  be  available  to  SSA  to  augment  its  depleted  administrative 
budget.  If  access  to  Social  Security  benefits  is  going  to  be  assured  to  all  entitled 
Americans,  and  if  misspending  is  going  to  be  controlled  to  protect  the  trust  funds, 
SSA  must  have  access  to  sufficient  funds  to  operate  properly. 

Thank  you  for  considering  our  views. 

STATEMENT  OF  ROBERT  M.  TOBIAS,  NATIONAL  TREASURY  EMPLOY- 
EES UNION 

Senator  Gorton.  Mr.  Tobias. 

Mr.  Tobias.  Good  morning,  Mr.  Chairman.  I  certainly  would  like 
to  associate  my  comments  with  Ms.  Chatel  and  Secretary 
Flemming  with  respect  to  HHS  and  the  Social  Security  Administra- 
tion. 

But  I  would  like  to  focus  your  attention  in  my  oral  statement  on 
the  particularly  egregious  portion  of  the  President's  budget  which 
seeks  to  move  28  people  from  the  Bureau  of  Labor  Statistics  to 
other  jobs.  Now,  these  28  people  are  responsible  for  doing  the  sur- 
veys that  are  the  basis  for  computing  the  Comparability  Act  that 
has  been  in  place  since  1990,  to  compute  the  difference  between 
what  is  paid  those  in  the  private  sector  and  what  those  in  the  Fed- 
eral sector  ought  to  be  paid. 
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Now  this  act  originally  came  into  existence  in  1970.  Congress  de- 
cided that  it  wanted  to  get  out  of  the  business  of  setting  pay  and 
have  some  more  scientific  basis  of  setting  pay,  and  said  that  Fed- 
eral employees  ought  to  be  paid  what  their  colleagues  are  paid  in 
the  private  sector.  And  it  worked  from  1970  to  1977,  but  every  year 
since  1978  there  has  been  a  comparability  gap  between  what  is 
paid  in  the  private  sector  and  what  is  paid  in  the  public  sector. 

In  1990,  Congress  said,  well,  we  think  that  we  ought  get  rid  of 
computing  that  comparability  difference  on  a  national  basis  and 
compute  it  on  a  locality  basis,  and  that  the  first  installment  of  that 
would  be  on  January  1,  1994.  Well,  we  are  involved  in  a  fight  over 
whether  or  not  that  pay  freeze  that  the  President  is  proposing 
ought  go  into  effect  or  not. 

But  separate  and  apart  from  that,  what  these  28  people  do  is 
compute  the  difference.  And  if  those  FTE's  are  moved  out  of  the — 
are  not  allowed  to  perform  the  work,  then  in  1997-99  there  will  not 
be  data  available  to  compute  the  difference.  We  will  be  back  to  the 
President  making  political  proposals,  the  Congress  deciding  in  the 
context  of  a  political  matter  whether  or  not  Federal  employees 
ought  receive  pay  increases. 

I  think  that  is  wrong.  I  think  it  is  incredibly  shortsighted.  I  think 
it  is  incredibly  demeaning  to  Federal  employees  to  revert  back  to 
setting  pay  based  on  political  considerations.  I  think  it  will  yield 
a  work  force  in  agencies  where  agencies  cannot  attract  people,  the 
best  and  the  brightest,  because  there  will  no  basis  for  determining 
what  kind  of  pay  increases  they  will  receive  over  the  life  of  their 
career. 

So  I  would  urge,  Mr.  Chairman,  that  you  would  look  particularly 
close  at  these  28  folks  who  have  an  impact  on  2.2  million  Federal 
employees  and  the  entire  pay  setting  process.  We  are  not — this  is 
not  a  situation  where  they  are  sought  to  be  RIF'd  or  money  saved. 
It  is  only  to  move  them  from  one  job  to  another.  We  urge  that  this 
committee  direct  that  they  do  their  job  of  computing  the  com- 
parability gap  between  the  private  sector  and  Federal  employees' 

pay. 
Senator  Gorton.  What  are  they  being  transferred  to? 

PREPARED  STATEMENT 

Mr.  Tobias.  Well,  it  is  not  clear.  It  is  only  that  they  are  directed 
not  to  do  this  work.  And  BLS  has  said,  well  we  can  absorb  them 
in  other  work.  We  urge  that  they  continue  to  do  the  work  for  which 
they  were  hired. 

Thank  you,  Mr.  Chairman. 

Senator  GORTON.  Thank  you  very  much.  Your  written  testimony 
will  be  included  in  the  record  as  well. 

[The  statement  follows:! 

Statement  of  Robert  M.  Tobias 

Dear  Mr.  Chairman,  I  am  Robert  M.  Tobias,  National  President  of  the  National 
Treasury  Employees  Union.  NTEU  represents  over  150,000  federal  workers,  includ- 
ing employees  of  the  Office  of  the  Secretary,  SSA's  Office  of  Hearings  and  Appeals, 
the  Administration  for  Children  and  Families,  and  the  ten  regional  offices  of  the  De- 
partment of  Health  and  Human  Services.  It  is  a  pleasure  to  have  this  opportunity 
to  present  NTEUs  views  on  the  fiscal  year  1994  appropriations  for  HHS. 
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Outlays  by  the  Department  of  Health  and  Human  Services  in  1993  accounted  for 
over  one-third  of  the  entire  federal  budget.  The  majority  of  these  funds  are  delivered 
through  hundreds  of  separate  programs  to  state  governments,  universities,  and  indi- 
viduals. With  the  fiscal  crisis  this  country  faces,  it  is  imperative  that  every  dollar 
spent  reach  its  intended  purpose.  A  trained  and  dedicated  federal  workforce  is  the 
first  line  of  defense  in  this  battle.  Staff  resources  are  more  critical  than  ever  in 
these  tight  fiscal  times  when  increased  emphasis  must  be  placed  on  program  and 
financial  controls  to  prevent  waste  of  taxpayers'  money. 

Of  the  $591  billion  that  flowed  through  HHS  in  fiscal  year  1993,  only  5  percent 
went  to  fund  HHS  operations.  The  federal  workers  these  funds  support  oversee  hun- 
dreds of  federal  programs  vital  to  the  health  and  welfare  of  virtually  every  Amer- 
ican. Yet,  the  downsizing  of  the  federal  workforce  that  has  taken  place  in  recent 
years  will  continue  into  fiscal  year  1994.  As  a  result  of  inadequate  federal  staffing 
and  the  resulting  lack  of  control  over  spending  programs,  billions  of  dollars  may  be 
wasted. 

The  fiscal  year  1994  budget  recommendation  calls  for  an  8  percent  increase  in 
funding  for  HHS  over  the  fiscal  year  1993  level,  however,  at  the  same  time,  it  calls 
for  a  decrease  of  over  2000  FTEs  (full  time  equivalent  employees).  In  addition,  after 
years  of  across  the  board  reductions  in  appropriations,  once  again  HHS  agency  ad- 
ministrative accounts,  which  have  already  been  bled  dry  of  any  excess  or  waste,  will 
be  asked  to  accomplish  more  with  less.  All  federal  employees  ask  is  that  Congress 
give  them  the  necessary  tools  to  do  their  jobs.  This  translates  into  training,  support 
staff,  and  recognition  of  their  value  as  employees  of  the  federal  government.  Despite 
public  perception  that  federal  workers  are  less  productive  and  enjoy  more  benefits 
than  their  private  sector  counterparts,  General  Accounting  Office  (GAO)  studies 
have  repeatedly  found  that  the  reverse  is  true:  the  productivity  of  the  civil  servant 
is  greater  than  that  of  the  comparable  private  sector  employee. 

Because  of  insufficient  appropriations  in  recent  years,  HHS  employees  have  been 
asked  to  give  more  and  more  and  receive  less  in  return.  Nowhere  is  this  perhaps 
more  true  than  in  the  Office  of  Civil  Rights  (OCR)  under  the  HHS  Office  of  the  Sec- 
retary. OCR's  mission  is  to  ensure  that  recipients  of  federal  funding  through  HHS 
do  not  discriminate  against  program  beneficiaries.  As  the  civil  rights  enforcement 
arm  of  the  largest  civilian  department,  OCR  has  an  enormous  responsibility  in  as- 
suring non-discriminatory  access  to  health  and  social  services  for  all  Americans.  The 
agency  has  authority  for  implementing  sections  of  the  Civil  Rights  Act,  the  Rehabili- 
tation Act,  the  Age  Discrimination  Act,  and  the  Americans  with  Disabilities  Act. 
And,  Congress  has  steadily  expanded  the  tiny  agency's  responsibilities.  Yet,  during 
the  past  12  years,  Administration  funding  requests  for  OCR  have  failed  to  reflect 
its  increased  responsibilities,  or  even  keep  pace  with  its  workload  and  staffing  re- 
quirements. 

Training  for  investigative  staff  has  been  eliminated.  Staffing  in  regional  offices 
has  plummeted  and  the  backlog  of  uninvestigated  cases  has  skyrocketed.  Despite 
these  facts,  staffing  at  OCR  has  dropped  from  340  full  time  equivalent  (FTE)  em- 
ployees in  fiscal  year  1989  to  304  in  fiscal  year  1993.  The  Presidents'  fiscal  year 
1994  budget  requests  that  an  additional  seven  employees  be  eliminated  for  an  FTE 
level  of  297. 

In  a  move  that  has  served  to  further  erode  morale,  OCR  announced  last  Novem- 
ber that  it  was  immediately  suspending  all  new  and  replacement  hiring,  eliminating 
career  promotions  and  performance  awards  and  considering  employee  furloughs  to 
reach  its  budget  target.  The  promotion  and  hiring  freezes  remain  in  effect  and  OCR 
continues  to  suggest  that  it  may  yet  resort  to  employee  furloughs.  The  constant 
threat  of  furloughs  has  played  havoc  with  this  tiny  agency's  dedicated  workforce. 

Although  the  freeze  on  hiring  and  promotions  is  scheduled  to  be  lifted  with  the 
start  of  the  new  fiscal  year,  I  note  that  under  the  President's  budget,  OCR  is  slated 
to  receive  a  funding  level  identical  to  its  fiscal  year  1993  appropriation.  This  is  a 
matter  of  grave  concern  that  I  urge  this  Committee  to  carefully  review. 

Another  matter  I  ask  this  Committee  to  look  into  as  soon  as  possible  is  the  pro- 
posed implementation  of  substantial  changes  in  OCR's  Investigative  Procedures 
Manual  (IPM).  The  IPM  governs  procedures  for  fielding,  investigating  and  resolving 
civil  rights  complaints  arising  from  HHS's  administration  of  its  health  and  social 
service  programs.  I  have  reason  to  believe  that  the  new  IPM  contains  significant 
program  changes  that  may  seriously  disadvantage  complainants  who  often  tend  to 
be  indigents,  women,  or  minorities. 

Implementation  of  changes  in  the  IPM  by  the  Acting  Director  of  OCR,  a  Bush  Ad- 
ministration holdover,  amounts  to  a  "burrowing  in"  of  policies  that  likely  do  not  re- 
flect the  new  Administration's  commitment  to  the  fair  and  equitable  delivery  of  so- 
cial services  and  safeguarding  of  civil  rights.  The  past  two  Administrations  have 
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demonstrated  a  total  disregard  for  the  important  functions  OCR  provides.  It  makes 
little  sense  to  allow  these  policies  to  be  carried  over  into  a  new  Administration. 

Moreover,  concern  has  arisen  that  time  frames  for  action  in  the  new  IPM  fail  to 
recognize  the  staffing  realities  at  OCR.  The  employees  we  represent  at  OCR  are 
deeply  committed  to  the  agency's  mission.  They  have  struggled  during  the  last 
twelve  years  to  maintain  OCR's  leadership  and  expertise  and  to  keep  the  Reagan- 
Bush  Administrations  from  completely  sabotaging  the  agency.  But,  we  are  still  ask- 
ing them  to  do  more  with  less.  I  again  urge  this  Committee  to  carefully  study  the 
staffing,  funding,  and  mission  of  this  beleaguered  agency. 

Perhaps  nowhere  has  the  downsizing  of  HHS  impacted  more  directly  than  on  the 
Social  Security  Administration's  (SSA)  ability  to  deliver  service.  Over  the  course  of 
the  last  decade,  its  workforce  has  declined  by  22  percent  while  key  workloads  have 
escalated.  The  Service  has  been  literally  engulfed  by  a  tidal  wave  of  disability 
claims  and  appeals.  Yet,  the  Administration's  fiscal  year  1994  budget  request  for 
SSA  once  again  calls  for  a  continued  downsizing  of  SSA's  workforce.  The  agency 
would  lose  589  FTE's  under  this  plan. 

The  disability  program  of  the  Social  Security  Administration  is  in  crisis.  Neither 
SSA  nor  OHA  have  the  capacity  to  effectively  adjudicate  their  large  numbers  of  cur- 
rent and  future  disability  claims.  The  increase  in  the  OHA  caseload  during  the  past 
several  years  has  been  staggering.  OHA  receipts  as  recently  as  fiscal  year  1990  were 
less  than  350,000.  In  fiscal  year  1993  over  470,000  receipts  are  expected.  In  fiscal 
year  1992  OHA  had  approximately  175,000  cases  pending;  by  the  end  of  fiscal  year 
1993  OHA  expects  to  have  354,000  cases  pending. 

The  crush  of  the  workload  places  a  great  strain  on  OHA  employees  which  is  made 
worse  by  the  increasingly  harsh  methods  used  by  management  in  its  attempts  to 
increase  productivity.  Some  OHA  offices  have  attempted  to  impose  additional,  unau- 
thorized limitations  upon  the  availability  of  sick  leave.  Too,  OHA  has  significantly 
increased  the  use  of  overtime  to  help  alleviate  the  effects  of  understaffing.  While 
increasing  overtime  is  a  viable  solution  to  a  short  term  situation,  the  workload  prob- 
lem is  not  likely  to  ease  in  the  foreseeable  future. 

It  is  increasingly  imperative  that  public  service  be  upgraded  without  hiring  vast 
numbers  of  new  staff.  A  pilot  project  conducted  by  OHA  in  1992  demonstrated  the 
benefits  of  using  existing  Attorney  Advisors  within  OHA  to  conduct  prehearing  con- 
ferences. These  conferences  allow  claimants  cases  that  clearly  demonstrate  disabil- 
ity to  be  identified  early  in  the  hearing  process  and  favorably  considered.  Processing 
time  has  been  decreased  and  service  improved.  The  advantage  of  fewer  hearings  is 
obvious.  But,  even  more  can  be  done  to  effectively  utilize  existing  Attorney  Advisor 
staff  to  relieve  backlogs. 

Expansion  of  the  duties  of  these  Attorney  Advisors  represents  perhaps  the 
quickest,  most  comprehensive,  and  far  reaching  tool  at  OHA's  disposal  for  signifi- 
cantly upgrading  service  to  the  public.  In  addition  to  recommending  the  commence- 
ment of  nationwide  full  scale  utilization  of  prehearing  conferences,  I  urge  the  Com- 
mittee to  favorably  consider  other  avenues  for  utilizing  the  talents  of  existing  OHA/ 
SSA  staff. 

For  example,  consideration  should  be  given  to  studying  the  possible  implementa- 
tion of  a  magistrate  system  similar  to  that  used  in  U.S.  District  Courts.  Under  the 
supervision  of  the  Administrative  Law  Judge  (ALJ)  senior  Attorney  Advisors  could 
act  as  magistrates  and  perform  a  variety  of  tasks  including  prehearing  conference 
activities,  holding  on  the  record  administrative  hearings  and  rendering  recommend 
reports  and  decisions.  These  senior  Attorney  Advisors,  with  years  of  experience  in 
the  disability  decision  arena,  could  serve  along  with  ALJs  with  minimal  new  train- 
ing or  need  for  added  support  staff.  ALJs  would  continue  to  review  all  of  the  reports 
and  recommended  decisions  and  would  continue  to  have  final  responsibility  for  each 
decision.  Rather  than  diminish  the  role  of  the  ALJ,  this  system  could  both  enhance 
it  and  enable  OHA  to  cut  precious  weeks  and  months  from  the  decision  process. 

Using  the  talents  of  existing  employees  in  this  manner  would  result  in  an  imme- 
diate improvement  in  service  without  measurably  increasing  the  size  or  the  cost  of 
the  bureaucracy.  At  the  same  time,  ALJ  judicial  independence  would  be  maintained. 
I  hope  that  the  Committee  will  seriously  consider  this  avenue  for  bringing  down 
backlogs  at  OHA  as  you  continue  to  review  the  agency's  fiscal  year  1994  needs. 

Finally,  Mr.  Chairman,  I  want  to  reiterate  our  belief  that  insufficient  appropria- 
tions have  been  the  source  of  significant  problems  within  the  Department  oi  Health 
and  Human  Services  over  the  last  decade.  It  has  been  demonstrated  that  these  fis- 
cal constraints  have  hindered  the  department's  ability  to  deliver  service  to  the  pub- 
lic. Many  of  the  HHS  agencies  are  at  the  crisis  point.  I  again  urge  this  Committee 
to  both  provide  the  necessary  resources  to  allow  HHS  to  accomplish  its  goals  and 
to  seriously  consider  the  options  presented  herein  for  strengthening  the  HHS  service 
delivery  system. 
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Thank  you  again  for  the  opportunity  to  present  our  views. 

STATEMENT  OF  DIANE  BRIDGE,  ACTING  LEGISLATIVE  DHIECTOR,  NA- 
TIONAL LABOR  RELATIONS  BOARD  PROFESSIONAL  ASSOCIA- 
TION 

Senator  Gorton.  Ms.  Bridge. 

Ms.  Bridge.  Thank  you,  Mr.  Chairman. 

Thank  you  for  the  opportunity  to  speak  today.  I  ask  that  our 
written  statement  be  admitted  in  the  record. 

My  name  is  Diane  Bridge,  and  I  am  here  on  behalf  of  the  Na- 
tional Labor  Relations  Board  Professional  Association,  an  associa- 
tion that  represents  over  160  professional  employees  at  the  Na- 
tional Labor  Relations  Board  Headquarters  in  Washington,  DC. 
Thirty  years  ago  last  month,  our  association  was  recognized  as  the 
exclusive  bargaining  representative  for  the  professional  employees. 

While  that  was  cause  for  celebration,  we  now  realize  that  we  are 
at  a  crossroads,  Since  the  early  1980's,  our  agency  has  suffered 
staff  cuts  and  cuts  in  training  programs.  While  these  staff  cuts  may 
have  been  offset  by  the  decline  in  the  number  of  unfair  labor  prac- 
tice charges  that  were  filed,  we  see  evidence  that  unfair  labor  prac- 
tice charges  will  increase  next  year.  With  the  anticipated  growth 
in  the  economy,  we  think  charges  will  increase. 

In  addition,  experts  have  predicted  that  because  a  number  of 
large  employers,  employing  over  500  employees — so  100  employers, 
in  fact — nave  collective  bargaining  agreements  that  are  up  for  re- 
negotiation this  year.  And  we  think  this  will  lead,  unfortunately, 
to  many  unfair  labor  practice  charges. 

Not  only  are  we  faced  with  the  staff  cuts,  but  we  also  have  cuts 
in  the  employee  training  program.  And  we  think  this  is  important 
to  the  employees  at  the  agency  and  important  to  the  members  of 
the  public  so  that  we  can  do  our  job. 

Now,  Board  Chairman  Stevens  and  General  Counsel  Hunter, 
faced  with  the  latest  budget  cuts,  have  decided  to  cut  all  employee 
training  programs.  We  think  this  is  a  mistake. 

While  employees  are  being  asked  to  process  even  more  cases 
more  efficiently  with  less  staff,  they  are  also  faced  with  the  grow- 
ing flux  and  change  in  the  traditional  labor  law  and,  in  addition, 
are  faced  with  decisional  case  law  across  the  board,  and  we  are 
faced  with  the  possibility  of  amendments  to  the  National  Labor  Re- 
lations Act. 

Our  members  are  not  only  asked  to  be  experts  in  the  traditional 
labor  law  field,  but  are  also  required,  in  order  to  do  their  job  to 
process  unfair  labor  practice  charges,  to  be  experts  in  complex 
areas  of  the  law,  including  bankruptcy,  immigration,  and  disabil- 
ities, just  to  name  a  few  areas  that  come  into  play  in  unfair  labor 
practice  charges. 

Also,  I  think  you  would  like  to  know  that  our  agency  finally  has 
gotten  up  to  speed  with  other  agencies  as  far  as  installing  tech- 
nology to  meet  our  needs.  While  we  applaud  this  move,  it  has  been 
long  awaited,  we  want  you  to  know  that  we  have  been  informed 
that  substantial  numbers  of  our  employees,  over  90  percent,  will 
not  even  be  trained  on  this  new  program.  We  are  left  on  our  own 
to  figure  out  the  system.  And  I  think  eventually  our  employees  will 
figure  that  out,  but,  in  the  meantime,  we  are  losing  some  efficiency 
there. 
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Rather  than  seeing  training  and  education  programs  for  what 
they  are — investments  in  the  agency's  hardworking  employees — our 
management  chooses  to  label  these  expenses  as  administrative. 
And,  by  doing  so,  this  falls  into  President  Clinton's  executive  order, 
subject  to  a  3-percent  cut.  We  think  this  is  not  a  good  move  for  our 
employees  and  for  the  members  of  the  public. 

To  be  specific,  the  Professional  Association  urges  the  subcommit- 
tee to  give  the  agency  the  resources  to  train  its  employees  in  the 
new  law  and  in  the  new  computer  technology.  We  also  urge  that 
the  subcommittee  allocate  sufficient  funds  for  the  increase  in  unfair 
labor  practice  charges  by  allocating  some  money  for  increases  in 
potential  new  staff  hires. 

We  are  here  today  because  we  are  dedicated  to  the  agency's  mis- 
sion. We  see,  perhaps  more  clearly  than  our  management,  a  means 
to  the  end  of  total  quality  approach  to  case  handling.  We  urge  the 
subcommittee  to  help  us  preserve  and  enhance  training  and  edu- 
cation programs  for  our  members. 

PREPARED  STATEMENT 

We  call  for  you  to  give  our  agency  the  necessary  funds  to  protect 
its  investment  in  its  employees.  Your  support  for  restoring  em- 
ployee training  funds  will  assist  our  hardworking  employees  and 
their  commitment  to  serve  the  public. 

Thank  you. 

Senator  Gorton.  Thank  you,  Ms.  Bridge. 

[The  statement  follows:] 

Statement  of  Diane  Bridge 

Mr.  Chairman  and  members  of  the  subcommittee,  thank  you  for  the  opportunity 
to  speak  today.  My  name  is  Diane  Bridge.  I  am  the  Acting  Legislative  Director  of 
the  National  Labor  Relations  Board  Professional  Association.  We  are  here  today  to 
speak  on  behalf  of  the  Professional  Association,  which  represents  over  160  profes- 
sional employees  in  the  NLRB  Headquarters  in  Washington,  D.C. 

Thirty  years  ago  last  month,  the  Professional  Association  was  recognized  as  the 
collective-bargaining  representative  of  the  Headquarters  professionals.  While  our 
anniversary  should  be  cause  for  celebration,  we  find  ourselves  at  a  difficult  cross- 
roads. 

Since  1981,  our  agency  has  sustained  increasingly  larger  budget  cuts,  resulting 
in  significant  cuts  in  our  work  force  and  in  the  programs  designed  to  improve  our 
legal  knowledge  and  skills.  Overall  employment  at  the  Agency  has  shrunk  by  about 
one-third.  The  impact  of  some  of  these  cuts  was  offset  in  part  by  a  shrinking  case- 
load. But  times  have  changed.  Anticipating  an  upswing  in  the  economy  and  an  ac- 
tive work  force  in  the  private  sector  struggling  for  survival  in  the  face  of  the  efforts 
to  "down  size"  companies,  all  of  the  experts  expect  our  case  load  to  increase.  Yet, 
in  constant  dollars,  the  Agency's  budget  continues  to  shrink. 

In  addition  to  staff  cuts,  we  have  also  had  to  bear  major  cuts  in  employee  invest- 
ment. For  instance,  for  many  of  us  it  will  be  years  before  we  get  the  opportunity 
to  participate  in  the  Washington-to-field  exchange  program.  From  personal  experi- 
ence, I  know  that  the  experience  of  working  in  a  field  office  enabled  me  to  expand 
my  knowledge  of  agency  law  and  practice.  More  important,  the  experience  broadens 
one's  view  of  the  subtleties  of  labor-management  relationships  in  the  private  sector. 
It  also  enhances  one's  appreciation  of  what  the  working  man  or  working  woman 
must  face  in  defending  his  or  her  employment  rights. 

Now  Board  Chairman  Stephens  and  General  Counsel  Hunter,  faced  by  the  latest 
budget  cuts,  propose  to  gut  the  employee  training  and  education  programs.  This  is 
particularly  unwise  when  the  Agency  is  striving  to  process  cases  more  efficiently  de- 
spite a  smaller  work  force.  These  cuts  also  come  at  a  time  when  Board  law  is  in 
a  state  of  flux  with  much  new  decisional  law  being  applied  and  amendments  to  the 
NLRA  itself  being  proposed.  Indeed,  while  our  agency  is  in  the  process  of  installing 
new  computers  with  new  software — a  move  we  applaud — it  will  not  offer  employees 
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training  in  the  use  of  this  new  equipment  and  software.  As  has  been  the  case  in 
the  past,  the  dedication  of  our  colleagues  is  manifest  in  that  some  have  already 
taken  it  upon  themselves  to  use  their  own  money  to  buy  training  manuals  to  become 
acquainted  with  this  new  software. 

Rather  than  seeing  the  training  and  education  programs  for  what  they  are — in- 
vestments in  the  Agency's  hard-working  employees — our  management  chooses  to 
label  them  as  "administrative  expenses, '  which  also  makes  the  cost  subject  to  a 
three-percent  reduction  under  President  Clinton's  Executive  Order.  This  penny-wise, 
but  pound-foolish  action  will  hamstring  the  Agency  in  its  future  attempts  at  resolv- 
ing a  greater  number  of  unfair  labor  practice  cases  with  fewer  employees. 

To  be  specific,  the  Professional  Association  urges  the  Subcommittee  to  give  the 
Agency  the  resources  to  train  its  employees  in  the  new  law  and  the  new  computer 
technology.  We  also  urge  the  subcommittee  to  provide  a  budget  that  will  allow  for 
sufficient  staff  to  bear  the  burden  of  a  growing  case  load. 

We  are  here  today  because  we  are  dedicated  to  the  Agency's  mission.  We  see,  per- 
haps more  clearly  than  our  management,  a  means  to  the  end  of  a  "total  quality" 
approach  to  case-handling.  We  urge  the  Subcommittee  to  help  us  preserve  and  en- 
hance training  and  education  programs.  Agency  employees  do  their  level  best  to  pro- 
tect and  preserve  the  representation  and  collective-bargaining  rights  of  employees 
in  the  private  sector.  We  call  for  you  to  give  our  Agency  the  necessary  funds  to  pro- 
tect its  investment  in  its  employees.  Training  and  education  cannot  be  ignored  just 
like  some  ancillary  "administrative"  cost.  Your  support  for  restoring  employee  train- 
ing funds  will  assist  us  in  fulfilling  our  commitment  to  the  public. 

Thank  you  for  your  time  and  attention. 

STATEMENT  OF  NATHAN  W.  ALBRIGHT,  NATIONAL  LABOR  RELATIONS 
BOARD  UNION 

Senator  Gorton.  By  the  process  of  elimination,  you  are  Mr. 
Albright. 

Mr.  Albright.  That  is  correct.  Good  morning. 

Mr.  Chairman,  the  National  Labor  Relations  Board  Union 
thanks  you  for  the  opportunity  to  appear  before  you  today. 

We  have  provided  a  written  statement,  and  I  would  ask  that  this 
statement  be  entered  into  the  record. 

Senator  GORTON.  Without  objection,  so  ordered. 

Mr.  Albright.  Thank  you  very  much. 

My  name  is  Nathan  Albright.  I  am  a  field  attorney  in  the  Balti- 
more Regional  Office.  I  am  here  with  Ms.  Bridge  to  give  you  the 
rest  of  the  story  from  the  field  offices.  The  NLRB  has  52  field  of- 
fices throughout  the  country. 

I  am  appearing  here  today  solely  in  my  capacity  as  a  union  offi- 
cial, and  on  behalf  of  the  dedicated  and  proud  employees  of  the  Na- 
tional Labor  Relations  Board. 

Besides  associating  myself,  I  suppose,  with  Mr.  Tobias'  comments 
about  comparability  pay,  and  I  will  stipulate  that  though  we  think 
we  are  underpaid,  there  seems  to  be  a  common  theme  that  runs 
throughout  this  panel  up  here  today,  and  that  common  theme  is 
backlog  at  all  stages.  And  there  certainly  is  backlog  at  all  stages 
in  the  case  handling  pipeline  at  the  National  Labor  Relations 
Board. 

The  National  Labor  Relations  Board  has  requested  funding  for 
fiscal  year  1994  of  $171,274  million.  This  represents  less  than  a  1 
percent  over  fiscal  year  1993  funding.  It  simply  is  not  enough.  Our 
budgets  for  the  last  decade  have  contained  no  frills.  There  are  no 
health  spas,  executive  cafeterias  or  perks  associated  with  other 
Federal  agencies.  We  are  not  granted  common  benefits  of  other 
Federal  employees,  like  commuter  costs,  training  and  overtime. 

Our  caseload  and  our  case  intake  is  increasing.  This  is  the  ex- 
pected   trend    into    the    nineties    and    beyond.    We    have    been 
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understaffed  for  years,  and  it  has  been  made  official  in  our  internal 
agency  documents. 

The  fiscal  year  1994  budget  does  not  allow  for  additional  staff. 
So  far  as  I  know,  the  funding  for  fiscal  year  1993  allowed  for  30 
additional  FTE.  We  did  not  hire  them  because  the  money  went 
other  places.  This  means  only  one  thing  for  the  National  Labor  Re- 
lations Board,  and  that  is  backlog — backlog  of  investigations  before 
a  formal  complaint  may  or  may  not  issues  and  a  backlog  of  pending 
cases  to  be  heard  before  administrative  law  judges. 

Estimates  have  been  made  that  there  is  a  literal  barrage  of  pend- 
ing cases  to  be  heard  before  administrative  law  judges.  These  are 
not  just  statistics.  These  are  people  that  have  been  discharged,  that 
have  lost  their  job.  They  go  from  income  to  no  income.  These  are 
the  cases  that  are  pending. 

Dockets  in  some  regional  offices  have  ALJ  calendars  of  6  months 
and  beyond.  That  does  not  include  the  time  that  it  takes  to  get  to 
the  investigation  and  to  decide  whether  or  not  to  issue  complaint. 

I  think  yesterday,  if  you  read  the  Washington  Post,  you  will  see 
that  we  had  a  demonstration  at  headquarters  of  our  clients  that 
were  protesting  just  this  very  thing.  It  is  going  to  continue.  It  is 
going  to  increase.  It  is  going  to  go  on  throughout  the  country. 

The  backlog  is  further  exacerbated  by  OMB's  recent  mandated 
cuts  in  these  so-called  administrative  expenses  for  our  agency.  We 
understand  and  we  have  been  shown  memos  that  such  expenses 
will  include  for  the  National  Labor  Relations  Board,  travel,  court 
reporting,  communications,  and  training.  These  items  are  the  meat 
and  potatoes  of  this  agency.  They  are  the  essentials  of  what  we  do. 

General  Counsel  Hunter  informed  the  House  subcommittee  on 
March  11,  1993,  that  the  National  Labor  Relations  Board  is  losing 
experienced  staff  and  is  unable  to  adequately  train  new  staff  be- 
cause of  the  lack  of  available  funds.  These  are  the  reasons  that  we 
have  experienced  staff  leaving  this  agency. 

The  National  Labor  Relations  Board  Union  does  not  ask  for 
more.  We  ask  for  fairness.  We  ask  for  equality  with  other  Federal 
workers  who  receive  benefits  which  we  feel  should  be  available  to 
all  Federal  workers.  We  deserve  to  have  funding  commensurate 
with  the  proper  staffing  levels.  We  deserve  to  have  funding  that 
will  allow  for  the  backlog  to  disappear. 

Without  such  funding  and,  from  this  budget,  it  will  continue,  we 
are  condemned  to  make  the  backlog  and  institution,  and  we  do  not 
want  that. 

PREPARED  STATEMENT 

All  we  ask — I  wish  I  could  give  you  a  specific  figure — I  do  not 
know  what  the  figures  are — we  need  computers,  we  need  training, 
we  want  more  people,  what  we  would  ask  is  that  we  be  given  the 
funding  to  at  least  to  staff  us  with  the  FTE  that  would  bring  us 
up  to  what  the  agency  says  we  need — and  that  is  just  that  which 
would  be  commensurate  with  the  case  intake.  That  will  help. 

I  thank  you  very  much  for  allowing  me  to  appear  here  today. 

[The  statement  follows:] 
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STATEMENT  OF  NATHAN  W.  ALBRIGHT 

Mr.  Chairman  and  honorable  members  of  the  Subcommitte,  my  name  is  Nathan  W. 
Albright.  I  am  a  field  attorney  In  the  Baltimore  Regional  Office  of  the  National 
Labor  Relations  Board. (NLRB)   I  am  the  current  Chair  of  the  Legislative  and 
Special  Affairs  Comrailtoe  of  tho  National  Labor  Relations  Board  Union.  (NLRDU) 
I  submit  this  testimony  lo  the  Subcommittee  on  behalf  of  all  employees  of  the 
NLRB  represented  by  this  Onion  solely  in  my  capacity  as  a  Union  official. 

Tho  NLFBU  represents  all  of  the  Regional  Office  non-supnrvi  sctj-  clerical, 
support  and  professional  employees  working  in  52  citins  across  the  United  States 
and  in  Puerto  Rico.   We  also  represent  NLRB  Washington,  D.C.  Headquarters 
clerical  and  support  employees.   These  employees  number  about  1800  and  constitute 
the  majority  of  NLRB  personnel.   On  behalf  of  this  proud  and  dedicated  workforce, 
we  thank  you  for  the  opportunity  to  submit  this  vital  testimony  concerning  the 
NLRB  budget  request  for  FY  199h. 

He  are,  first  of  ull,  federal  civil  servants  In  both  tho  competitive  and 
excepted  service.   We  choso  to  woTk  for  the  federal  ijovernment  because  we  believe 
in  public  service.   He  chose  to  work  for  tha  NLRB  because  we  believe  that 
collective-bargaining  and  tho  rights  of  employees  to  organize  is  in  the  public 
interest.   For  over  a   decade,  public  service  bns  changed  as  has  tho  tights  of 
employees  to  engage  in  collective  bargaining.   Reductions  In  Aponcy  budgets  hove 
had  a  devastating  effect  mi  the  abilities  of  agencies,  like  tho  NLRB,  to  deliver 
services  to  the  public  mandated  by  statute.   Budget  cuts  have  had  an  oven  more 
dramatic  effert  on  employeo  benefits  and  morale.   Government  managers  cut 
sorvlces  to  the  public  and  budget  cuts  cone  out  of  employee  pay,  benefits, 
training  and  alfect  employee  working  conditions.   Employees  of  the  NI.Rn  cannot  be 
made  to  suffer  rtoro.   No  govnrnment f   like  no  army,  can  ignore  its  foot  soldiers. 

The  NLRB  has  requested  rundlng  for  FY  I'm  of  S171 .271 ,000.   This  is  a 
niliisculo  Increase  of  S  1,167,000,  less  than  1%  ovkt  the  FY   1903  epprorr  tat  ion 
of  $169,1107,000.   General  Counsel  Hunter  and  Chairman  Stephens  informod  the  House 
Appropriations  Subcommittee  on  Match  11,  199.1,  that  this  funding  increase  will  bo 
absorbed  by  minimal  govutnnent-wido  pay  increases  and  increases  in  space  ront. 
Thoy  also  informed  the  House  Subcommittee  (hot  our  staffing  has  decreased  while 
out  case  intake  is  increasing.   The  enso  Intnke  is  reasonably  expected  to  keep 
increasing.   Tho  requested  funding  for  FY  1991  docs  not  evon  allow  us  to  "stay 
even".   Kith  tho  case  load  up  and  staffing  down,  something  has  to  give. 
Unfortunately  what  "gives"  are  NLRB  employees.   The  General  Counsel  olso  Informod 
the  House  Subcommittee  that  the  NLRB  is  continuing  to  experience  the  loss  of 
experinncod  staff,  and  that  funds  were  not  availuble  to  train  now  staff.   Quality 
will  continue  to  deteriorate,  barklogs  will  continue  to  p.row  and  service  to  tho 
public  will  be  further  reduced.   In  short,  the  NLRD  will  continue  its  descent 
into  relative  oblivion. 

We  know  that  money  is  tight.   But,  if  the  HLRB  Is  to  survive  and  foster 
collectivo-bargalning  and  employee  rights  into  the  90'3  and  boyond  (like 
Secretary  of  Labor  Reich  would  like  it  tolsomethlng  must  be  done.   NLRB  employees 
cannot  work  any  better  or  faster.   Staffing  cannot  bo  reduced  furthor.   It  must 
bo  increased.   Technology  docs  not  go  into  the  field  and  investigate  cases, 
conduct  elections,  settle  cases  or  prosecute  unfair  labor  practice  violators. 
Only  people  do  that.   It  Is  the  real  people  of  the  NLRB  who  take  their  mission 
seriously  and  perform  rhoir  Jobs  In  servic.o  to  rho  public. 

Cnsos  rone  to  tho  NI.RB  frnn  the  public.   Thn  NLRB  hns  no  statutory  authority 
to  initiate  cases  or  to  refuse  cases.   Cases  are  filed  by  individuals,  labor  nnd 
employers.   The  economy  has  been  flat,  end  the  NLRB  General  Counsel  and  three  of 
four  sitting  Board  members  will  soon  be  replaced.   Ono  position  on  the  Board  is 
currently  vacant.   An  improving  economy  and  Democratic  appointments  are  only 
ospoctcd  to  improve  labor  relations  and  confidence  in  the  HLRB.   We  believe  the 
result  will  be  further  increased  case  filings. 

If  the  Administration  truly  wants  to  imptove  labor  relations  between 
employers  and  unions  In  this  country,  and  wants  to  improvo  labor  relations  for 
federal  onployoos  who  servo  tho  public,  the  NLRB  must,  bo  funded  boyond  vhnt  ha* 
bocn  requested  for  FY  1991.   He  thnnk  you  for  the  opportunity  once  ngnln  to 
provide  this  testimony. 
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Senator  Gorton.  Thank  you,  Mr.  Albright. 

And  I  want  to  thank  this  entire  panel  for  forceful  and  persuasive 
testimony.  Your  contribution  is  much  appreciated. 

Our  second  panel  will  consist  of  Mr.  Guyant,  Mr.  Meyers,  Mr. 
Zeddun,  Ms.  Popovich,  Mr.  Hill,  and  Mr.  Kelley. 

STATEMENT  OF  ALAN  C.  GUYANT,  NATIONAL  LOW  INCOME  ENERGY 
CONSORTIUM 

Senator  Gorton.  Mr.  Guyant,  we  will  start  with  you.  But  before 
we  start,  I  am  asked  by  Senator  Kohl  to  welcome  especially  at  this 
meeting  Mr.  Guyant  and  Mr.  Zeddun  from  his  State.  He  apologizes 
for  being  unable  to  attend  this  hearing  today,  but  wants  me  to  tell 
you  what  I  am  sure  you  already  know,  and  that  is  his  strong  sup- 
port for  the  low-income  home  energy  assistance  program. 

With  that  greeting  from  Senator  Kohl,  who  is  an  esteemed  col- 
league and  a  member  of  this  subcommittee,  we  will  start  with  you, 
Mr.  Guyant. 

Mr.  Guyant.  Thank  you,  Mr.  Chairman. 

My  name  is  Alan  Guyant,  and  I  am  the  consumer  programs  man- 
ager for  the  Public  Service  Commission  of  Wisconsin.  I  am  also  a 
cofounder  and  chair  of  what  is  called  the  National  Low  Income  En- 
ergy Consortium.  The  consortium  is  a  nationwide  group  of  24  orga- 
nizations that  represent  more  than  3,000  consumer  groups, 
LIHEAP  program  operators,  community  action  agencies,  utilities, 
fuel  oil  marketers,  social  service  agencies,  utility  commissions,  sen- 
ior citizen  organizations,  weatherization  operators,  and  others. 

The  consortium  is  dedicated  to  resolving  low  income  energy  hard- 
ships and  crises  by  building  bridges  of  understanding  and  coopera- 
tion among  the  many  organizations  that  individually  face  part  of 
the  huge  problem.  The  consortium  helps  to  accelerate  the  develop- 
ment and  implementation  of  the  most  effective  advancements  in 
fuel  assistance  programs,  weatherization,  energy  education,  and 
even  money  management  to  improve  energy  services  that  truly 
make  a  difference. 

My  key  message  here  on  behalf  of  the  NLIEC  is  that  LIHEAP 
is  not  a  giveaway  program.  It  is  the  essential  part  of  the  founda- 
tion of  local  and  national  partnerships  that  seek  to  reduce  low  in- 
come energy  hardships.  LIHEAP,  by  itself,  cannot  eliminate  the  en- 
ergy hardships.  But  many  of  the  innovations  to  which  I  refer  also 
could  not  accomplish  much  if  LIHEAP  did  not  exist  as  part  of  that 
foundation. 

Now,  for  a  moment,  I  would  like  to  take  my  NLIEC  hat  off  and 
put  my  official  Wisconsin  hat  on  and  show  you  a  space  heater  that 
was  used  to  heat  a  Wisconsin  home  in  one  of  our  cold  winters.  Ob- 
viously, it  is  a  very  dangerous  device.  This  is  not  unusual.  This  is 
what  desperate  people  turn  to,  to  heat  their  homes.  Many  children 
have  died  in  fires  across  this  country  because  desperate  people  turn 
to  desperate  measures  for  heat.  They  have  to  get  centrally  supplied 
power,  be  it  energy  from  a  utility  or  fuel  oil,  and  when  they  use 
these  things,  too  often  fires  occur. 

LIHEAP  must  be  increased  to  the  levels  proposed  in  President 
Clinton's  budget  so  that  we  can  reduce  the  number  of  households 
that  literally  risk  their  lives  with  dangerous  heat  sources. 
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Now,  I  would  like  to  make  another  plug  for  LIHEAP  by  showing 
how  it  also  helps  education.  And  it  might  seem  a  little  bit  odd,  but 
the  key  is  that  some  families,  when  they  cannot  afford  their  utility 
bills,  will  move.  And  if  the  family  does  that  two  or  three  winters 
in  a  row,  the  children  from  the  low-income  households  who  are 
struggling  in  the  first  place  are  pulled  out  of  school.  And  do  that 
to  these  children  three  winters  in  a  row,  and  it  is  almost  impossible 
for  these  great,  wonderful  teachers  to  try  to  work  with  these  chil- 
dren because  they  are  being  pulled  around  all  the  time,  trying  to 
stay  ahead  of  the  bills  they  cannot  afford. 

PREPARED  STATEMENT 

So  by  reforming  LIHEAP  and  having  LIHEAP  available,  we  help 
stabilize  families  in  their  homes.  We  are  working  together  in  part- 
nership to  get  them  other  resources  so  those  children  will  have  a 
chance  in  the  schools. 

Thank  you  very  much  for  your  time. 

Senator  GORTON.  Thank  you  very  much  for  an  interesting  dem- 
onstration. 

[The  statement  follows:] 

Statement  of  Alan  C.  Guyant 

Testimony  of  Alan  C.  Guyant  before  the  U.S.  Senate  Labor/Health  and  Human 
Services/Education  Appropriations  Subcommittee.  May  7,  1993. 

Mr.  Chairman,  Subcommittee  members  and  staff,  I  and  the  National  Low  Income 
Energy  Consortium  thank  you  for  the  opportunity  to  speak  to  you  today  regarding 
LIHEAP  and  the  important  role  it  plays  in  resolving  low-income  energy  hardships 
in  the  United  States.  My  name  is  Alan  C.  Guyant,  and  I  am  the  Consumer  Pro- 
grams Manager  for  the  Public  Service  Commission  of  Wisconsin.  I  am  also  a  co- 
founder  and  chair  of  the  National  Low  Income  Energy  Consortium  (NLIEC),  which 
was  formed  in  1986. 

The  NLIEC  is  a  nation-wide  consortium  of  24  associations  and  organizations  that 
represent  more  than  3,000  local  public  and  private  consumer  groups,  local  and  state 
LIHEAP  program  operators,  community  action  agencies,  utilities,  fuel  oil  marketers, 
social  service  agencies,  utility  commissions,  semor  citizens  organizations,  weather- 
ization  operators,  energy  trade  associations,  and  others  concerned  about  low-income 
energy  hardships  and  crises.  Four  federal  agencies  serve  ex-officio  as  advisors  on  the 
NLIEC  Board  of  Directors. 

The  NLIEC  is  dedicated  to  resolving  low-income  energy  hardships  and  crises  by 
building  bridges  of  understanding  and  cooperation  among  the  many  organizations 
that  individually  face  parts  of  the  huge  overall  problem.  We  recognize  that  no  one 
group  or  program  by  itself  can  eliminate  low-income  energy  hardships.  But  the 
NLIEC  is  proving  that  we  can  work  together  to  develop  innovations  that  can  reduce 
energy  hardships  and  crises. 

The  NLIEC's  national  annual  conference  is  the  consortium's  major  activity  thus 
far.  At  the  conference,  more  than  450  experts  and  leaders  examine  the  latest  and 
best  ideas.  The  NLIEC  conference  helps  to  accelerate  the  development  and  imple- 
mentation of  the  newest,  most  effective  advancements  in  fuel  assistance  programs, 
weatherization,  energy  education  and  other  types  of  energy  services  that  truly  make 
a  difference. 

While  speaking  on  behalf  of  the  National  Low-Income  Energy  Consortium,  I  will 
not  advocate  any  position  on  any  specific  issue  or  levels  of  LIHEAP  funding.  The 
NLIEC  is  a  not-for-profit  organization.  On  behalf  of  the  NLIEC  today,  I  seek  only 
to  inform  the  Chairman  and  subcommittee  members  of  the  existence  and  purpose 
of  the  National  Low  Income  Energy  Consortium  and  how  LIHEAP  fits  into  the  over- 
all effort  to  reduce  low-income  energy  hardships  and  crises. 

My  key  message  here  today  is  that  LIHEAP  is  not  a  "give-away"  program.  It  is 
an  essential  part  of  the  foundation  of  local  and  national  partnerships  seeking  to  re- 
duce low-income  energy  hardships.  LIHEAP  by  itself  cannot  eliminate  energy  hard- 
ships. But  the  many  innovations  to  which  I  refer  also  could  not  accomplish  much 
if  the  LIHEAP  program  did  not  exist. 
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After  spending  16  years  with  the  Wisconsin  PSC  and  7  years  on  the  NLIEC 
board,  I  have  learned  that  there  are  three  fundamental  factors  in  low-income  energy 
hardships:  price,  consumption  and  household  income.  From  my  experience,  I  have 
found  that  most  energy  hardships  stem  from  increased  and  unaffordable  prices,  high 
consumption,  and  low  or  decreasing  household  incomes.  The  solutions  must  be  de- 
rived in  a  coordinated  way  from  the  same  three  areas.  The  three  areas  are  like  the 
legs  of  a  three-legged  stool;  take  away  one  leg  and  the  stool  falls  down. 

For  example,  even  with  the  best  weatherization  and  energy  education  programs, 
we  cannot  cut  consumption  enough  that  energy  assistance  would  not  be  needed  to 
supplement  some  low-income  household's  funds  used  to  pay  energy  bills.  (We  recog- 
nize that  weatherization  sometimes  does  make  it  possible  for  some  households  to 
pay  the  new  and  lower  energy  bills.)  But  we  also  know  that  only  about  a  quarter 
of  the  low-income  homes  that  need  weatherization  actually  have  received  it. 

Even  as  some  energy  vendors  experiment  with  various  forms  of  price  discounts 
or  arrears  waivers,  low-income  households  still  need  weatherization  and  energy  edu- 
cation to  cut  usage.  And  they  still  need  LIHEAP  to  bolster  their  ability  to  pay  the 
remaining  bill.  The  experiments  and  innovations  help  put  the  bill  within  reach  for 
some  households,  but  they  also  need  LIHEAP  to  close  the  final  gap. 

As  much  as  I  like  to  brag  about  the  NLIEC's  achievements  thus  far,  we  must  be 
honest  by  saying  that  the  innovations  have  not  been  implemented  in  many  locations 
across  the  country.  The  NLIEC  is  dedicated  to  spreading  the  word  while  fostering 
faster  development  of  even  better  ideas.  LIHEAP  is  the  glue  that  holds  together 
that  three-legged  stool  on  which  we  are  building  partnerships  and  solutions. 

Thank  you  again  for  the  opportunity  to  speak  before  this  committee. 

STATEMENT  OF  EDWARD  MEYERS,  NATIONAL  ASSOCIATION  OF  REGU- 
LATORY UTDLITY  COMMISSIONERS,  WASHINGTON,  DC 

Senator  Gorton.  Mr.  Meyers. 

Mr.  Meyers.  Thank  you.  Good  morning,  Mr.  Chairman. 

I  am  Ed  Meyers,  commissioner  on  the  D.C.  Public  Service  Com- 
mission, and  I  am  testifying  this  morning  on  behalf  of  the  National 
Association  of  Regulatory  Utility  Commissioners,  or  NARUC.  The 
NARUC,  in  March  of  this  year,  adopted  a  resolution  that  specifi- 
cally requests  that  Congress  appropriate  at  least  $1.8  billion  to 
cover  LIHEAP's  new  program  year,  beginning  July  1,  1994.  And  we 
also  support  Congress'  fiscal  year  1994  actions  on  the  LIHEAP 
funding. 

We  endorse  the  concept  of  forward  funding,  and  we  ask  that  no 
funds  be  released  on  a  delayed  basis. 

LIHEAP  is  one  of  the  few  ways  that  the  Federal  Government  can 
soften  the  impact  of  higher  energy  prices  on  the  low  income.  And 
this  year  we  think  it  is  truly  essential  that  Congress  increase  funds 
for  LIHEAP.  Electric  and  gas  utility  bills  are  certain  to  increase 
this  year,  we  feel,  due  to  the  proposed  Btu  energy  tax,  the  increase 
in  the  Federal  corporate  income  tax,  as  well  as  transition  costs  as- 
sociated with  FERC's  order  636  on  the  restructuring  of  the  gas 
pipeline  industry. 

And  the  most  vulnerable  to  these  increases,  of  course,  are  the 
low-income  utility  ratepayers.  Low  income  families  devote  more  to 
paying  their  energy  bills  than  do  the  more  affluent.  Our  figures 
show  that  it  is  as  much  as  four  times  more  as  a  percentage  of  their 
income. 

We  State  utility  regulators  see  firsthand  how  truly  critical 
LIHEAP  is  to  these  ratepayers.  Moreover,  without  Federal  assist- 
ance from  LIHEAP,  uncollectible  accounts  will  grow  and  cause 
rates  for  everyone  to  increase.  And  I  might  mention  that  here  in 
the  Nation's  capital,  Washington  Gas  has  $11.8  million  in  delin- 
quencies, and  that  has  increased  just  $2  million  from  last  year. 
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We  feel  in  the  States  that  we  are  doing  our  fair  share,  plus. 
There  are  discount  programs  in  a  vast  majority  of  the  States  to 
help  the  low  income.  For  example,  in  the  District  of  Columbia,  we 
have  a  25-percent  discount  for  essential  use  on  electricity  and  on 
the  gas.  We  have  a  17-percent  discount  on  their  utility  bills.  So  we 
are  doing  our  share,  and  we  very  urgently  need  the  LIHEAP  to  go 
the  rest  of  the  way. 

PREPARED  STATEMENT 

Today,  only  about  one-fourth  of  eligible  households  in  the  U.S. 
receive  LIHEAP.  And  that  is  true  for  my  jurisdiction  in  the  District 
of  Columbia,  as  well.  And  today,  funding  levels  for  LIHEAP  are 
nearly  40  percent  below  what  they  were  in  fiscal  year  1985,  and 
that  does  not  even  count  the  effects  of  inflation,  as  you  know,  Mr. 
Chairman. 

So,  NARUC  fully  supports  a  major  change  in  the  direction  of 
LIHEAP  funding,  and  we  greatly  appreciate  all  the  progressive 
work  on  behalf  of  the  subcommittee  to  get  the  LIHEAP  funding  up 
where  it  should  be. 

Senator  Gorton.  Thank  you  very  much  for  that  testimony,  Mr. 
Meyers. 

[The  statement  follows:] 

Statement  of  Edward  Meyers 

Chairman  Harkin  and  members  of  the  subcommittee,  good  morning.  I  am  Com- 
missioner Edward  Meyers  of  the  District  of  Columbia  Public  Service  Commission. 
I  also  serve  on  the  Committee  on  Energy  Conservation  of  the  National  Association 
of  Regulatory  Utility  Commissioners  (NARUC),  on  whose  behalf  I  am  testitying  here 
today. 

The  NARUC,  which  represents  the  State  regulatory  bodies  responsible  for  regulat- 
ing the  rates  and  services  of  electric  and  gas  utilities  throughout  the  United  States, 
has  a  long-standing  commitment  to  Low-Income  Home  Energy  Assistance  Program 
(LIHEAP)  and  greatly  appreciates  the  opportunity  to  present  its  views  on  the  fiscal 
year  1994  budget  request  for  the  program.  We  are  pleased  to  testify  along  with 
other  members  of  the  LIHEAP  Coalition,  which  represents  State  and  local,  industry 
and  consumer  groups  who  strongly  believe  in  what  LIHEAP  has  accomplished  and 
can  accomplish  for  the  low-income  population. 

Summary:  Once  again,  in  fact  for  the  12th  consecutive  year,  the  NARUC  has 
adopted  a  resolution  supporting  appropriations  for  LIHEAP.  Specifically,  we  are 
asking  that  Congress  appropriate  at  minimum  $1.8  billion  to  cover  LIHEAP's  new 
program  year  which  runs  from  July  1,  1994  through  June  30,  1995.  The  President's 
fiscal  year  1994  budget  submission  for  LIHEAP  appears  to  be  consistent  with  our 
request.  We  also  support  the  nine-month  transition  funding  that  Congress  appro- 
priated last  year,  which  amounts  to  $1,437  billion  and  covers  the  period  October  1, 
1993  through  June  30,  1994.  None  of  these  funds  should  he  appropriated  on  a  de- 
layed basis  to  the  States.  We  make  this  request  knowing  the  very  difficult  Federal 
budget  problems  this  Congress  faces  but  also  with  the  knowledge  that  LIHEAP  is 
one  of  the  few  ways  the  Federal  government  can  blunt  the  impact  of  higher  energy 
prices  on  the  poor. 

This  year,  as  never  before  in  the  history  of  this  program,  it  is  essential  that  Con- 
gress increase  funds  for  LIHEAP.  Electric  and  gas  utility  bills  are  certain  to  rise 
over  the  next  year  due  to  the  Administration's  proposed  BTU  energy  tax,  the  in- 
crease in  the  corporate  tax  rate  and  transition  costs  associated  with  the  Federal  En- 
ergy Regulatory  Commission's  restructuring  of  the  gas  pipeline  industry.  The  most 
vulnerable  to  these  increases,  of  course,  are  utility  ratepayers  who  can  least  afford 
them.  The  impact  of  these  utility  bill  increases,  as  a  portion  of  their  disposable  in- 
come, will  be  far  greater  on  low-income  households  than  on  other  income  groups. 
This  is  not  to  say  that  these  other  groups  will  not  feel  the  pain  of  the  rise  in  taxes 
and  the  FERC's  restructuring  order;  they  will.  But  the  pain  will  be  more  acutely 
felt  by  the  poor  because  they  devote  more — as  much  as  four  times  more  than  higher 
income  households — of  their  income  to  paying  their  energy  bills. 
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State  regulatory  commissioners  are  in  the  unique  position  to  see  first  hand  how 
valuable  this  program  is  for  all  utility  ratepayers  and  how  helping  low-income  rate- 
payers serves  the  public  interest.  State  commissioners  view  this  program  as  critical 
in  helping  to  hold  down  utility  rates  for  all  customers.  Without  Federal  assistance 
from  LIHEAP,  which  is  often  supplemented  by  State  and  utility  funds,  it  would  be 
difficult  to  maintain  stable  utility  rates.  Uncollectible  accounts,  which  often  are  the 
result  of  ratepayers  who  can  not  meet  their  utility  payments,  are  factored  into  rates. 
The  result  is  that  all  utility  customers  will  see  their  rates  increase  to  make  up  for 
these  shortfalls.  Despite  all  of  the  innovative  ways  State  commissions  working  with 
other  State  agencies  have  devised  to  assist  low-income  ratepayers  in  paying  their 
energy  bills,  LIHEAP  remains  the  best  answer  to  curing  uncollectible  and  arrearage 
utility  bill  problems. 

State  and  local  governments  working  with  private-sector  utilities  have  tried  to 
close  the  gap  in  funding  that  is  needed  to  provide  assistance  to  all  eligible  LIHEAP 
recipients  but  State  and  local  budgets  and  the  private  fuel  funds  simply  are  not 
enough.  In  fact,  an  additional  $7.4  billion  would  be  needed  so  that  the  19.8  million 
eligible  but  unserved  households  could  receive  the  average  benefit  available  in  fiscal 
year  1991  of  $2 15. 

In  the  view  of  State  commissions,  it  is  time  for  Congress  to  stop  the  trend  of 
downward  spiraling  funds  for  LIHEAP,  and  to  restore  its  funding  to  levels  that  will 
truly  make  a  difference  for  the  poor.  With  a  new  Administration  and  a  new  agenda 
in  front  of  the  Congress,  this  is  the  time  to  change  the  direction  of  this  program. 
The  fiscal  year  1993  appropriations  for  LIHEAP  is  nearly  40  percent  below  the 
funding  level  of  $2.1  billion  in  fiscal  year  1985,  which  means  that  the  program  will 
serve  4  million  fewer  households  and  the  average  benefit  will  dip  below  $189  per 
household  per  heating  season.  These  are  numbers  none  of  us  should  be  proud  of. 
After  coming  through  one  of  the  most  protracted  recessions  in  our  Nation's  history, 
more  people  are  out  of  work  than  in  1985  and  more  people  have  fallen  below  the 
poverty  line  since  1985,  yet  funds  for  LIHEAP  have  dwindled.  This  is  a  policy  that 
makes  no  sense  and  must  be  changed. 

The  NARUC  appreciates  all  of  the  efforts  of  the  Chairman  and  this  Subcommittee 
to  see  that  this  program  remains  viable  and  that  funds  continue  to  flow  to  the  peo- 

Ele  who  need  them  most.  As  we  have  said  in  our  recent  resolution  concerning  broad- 
ased  energy  taxes,  efforts  must  be  made  to  mitigate  the  impact  of  these  taxes. 
LIHEAP  is  certainiy  one  of  the  ways  to  mitigate  these  impacts,  not  only  through 
direct  assistance  but  also  by  allowing  a  percentage  of  the  funds  allotted  to  States 
to  be  used  for  low-cost  residential  weatherization  or  other  energy-related  home  re- 
pairs for  low-income  households.  For  these  reasons,  the  role  of  LIHEAP  is  critical 
as  the  Nation  pursues  an  agenda  of  promoting  energy  conservation  and  the  transi- 
tion to  cleaner,  more  efficient  ways  of  producing  and  using  energy.  Therefore,  we 
urge  your  continued  strong  support  for  LIHEAP  and  respectfully  ask  that  your  Sub- 
committee appropriate  no  less  than  $1.8  billion  contained  in  the  President's  budget 
for  LIHEAP  to  cover  the  period  July  1,  1994  through  June  30,  1995. 

Thank  you,  and  I  would  be  happy  to  answer  any  questions  you  may  have. 

STATEMENT  OF  WALLACE   ZEDDUN,   THE  AMERICAN  GAS  ASSOCIA- 
TION 

Senator  Gorton.  Is  that  the  correct  pronunciation? 

Mr.  Zeddun.  Close  enough,  yes. 

Thank  you,  Mr.  Chairman. 

My  name  is  Wallace  Zeddun.  I  am  vice  president  of  Customer 
Services  and  Operations  for  Wisconsin  Gas  Co.  Headquartered  in 
Milwaukee,  WI,  we  serve  over  470,000  customers,  92  percent  of 
which  are  residential.  Included  in  that  residential  customer  group 
are  approximately  60,000  households  who  are  considered  in  pov- 
erty, or  about  120,000  customers. 

For  this  reason,  I  am  pleased  to  testify  on  behalf  of  the  American 
Gas  Association  in  support  of  the  Low  Income  Household  Energy 
Assistance  Program,  because  of  this  program's  significant  impact 
on  the  ability  of  our  low  income  customers  to  meet  their  energy 
needs. 

I  would  also  like  to  thank  this  committee  for  its  past  efforts  in 
preserving  funding  in   1992-93,  and  urge  your  continued  support 
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for  the  forward  funding  mechanism,  and  for  funding  LIHEAP  at 
$1,437  billion  for  fiscal  year  1994,  and  $1.8  billion  for  fiscal  year 
1995. 

I  would  like  to  underscore  the  need  for  this  program.  As  indi- 
cated previously,  fewer  than  one-third  of  the  households  eligible  for 
the  program  actually  participate.  Those  figures  are  true  in  my 
State,  and  I  know  in  Washington  State  that  figure  is  less  than  30 
percent.  Low  income  families  continue  to  spend  a  disproportionate 
share  of  their  income  on  household  heating  costs.  National  figures 
indicate  that  averages  about  13  percent  of  their  disposable  income, 
as  opposed  to  3  percent  for  an  average  residential  customer. 

Remember,  that  is  their  take-home  pay,  basically,  and  they  are 
spending  13  percent  of  it. 

State  reaction  to  previous  significant  cuts  in  the  LIHEAP  pro- 
gram have  been  to  lower  benefit  levels,  close  the  program  early  or 
start  it  late,  or  to  restrict  eligibility.  All  this  has  had  the  effect  of 
transferring  an  increasing  debt  load  onto  the  backs  of  low  income 
consumers,  placing  more  of  them  in  the  heat  or  eat  decisionmaking 
process. 

PREPARED  STATEMENT 

I  noted  with  considerable  interest  that  figures  cited  by  Senator 
Feinstein  concerning  the  fact  that  one  in  three  children  in  her 
State  are  raised  in  poverty.  Those  figures  are  very  similar  for  the 
State  of  Wisconsin,  and  I  believe  underscore  the  continuing  need 
for  this  program.  For  this  reason,  I  urge  your  continuing  support 
of  the  LIHEAP  program  at  the  levels  indicated  previously  in  my 
testimony. 

Thank  you  very  much. 

Senator  Gorton.  Thank  you. 

[The  statement  follows:] 

Statement  of  Wallace  Zeddun 

Mr.  Chairman  and  members  of  the  subcommittee,  I  am  Wallace  Zeddun,  Vice 
President  of  Customer  Services  and  Operations  of  Wisconsin  Gas  Company.  Head- 
quartered in  Milwaukee,  Wisconsin,  our  service  territory  is  located  primarily  in 
Southeastern  Wisconsin.  Wisconsin  Gas  serves  approximately  471,000  customers 
throughout  Wisconsin,  92  percent  of  which  are  residential.  We  have  approximately 
60,000  households,  or  about  120,000  individuals,  who  are  classified  as  low-income 
in  our  service  territory. 

Today,  I  am  appearing  on  behalf  of  the  American  Gas  Association  (A.G.A.),  a  na- 
tional trade  association  comprised  of  approximately  250  natural  gas  distribution  and 
transmission  companies  that  serve  over  90  percent  of  the  gas  consumers  in  this 
country.  Natural  gas  is  the  home  heating  fuel  for  nearly  45  million  households  in 
the  United  States.  I  am  pleased  to  have  this  opportunity  to  appear  before  the  Sub- 
committee in  support  of  the  Low-Income  Home  Energy  Assistance  Program 
(LIHEAP). 

We  want  to  acknowledge  and  thank  the  Subcommittee  for  its  support  for  the 
LIHEAP  program  and  for  keeping  the  funding  levels  at  $1.5  billion  and  $1,346  bil- 
lion for  fiscal  year  1992-93,  respectively.  The  natural  gas  industry  respectfully 
urges  you  to  maintain  the  forward  funding  mechanism  established  by  this  Sub- 
committee last  year  and  fund  LIHEAP  at  the  $1,437  billion  appropriated  for  fiscal 
year  1994  and— as  proposed  by  President  Clinton— $1.8  billion  for  the  full  subse- 
quent program  year. 

Although  fuel  prices  have  not  risen  dramatically  during  the  last  few  years  the  re- 
cession, loss  of  jobs,  rising  prices  of  food  and  medical  care,  and  the  general  sluggish 
economy  have  combined  to  make  it  more  difficult  than  ever  for  a  family  to  make 
ends  meet.  A.G.A.  member  companies  are  deeply  committed  to  meeting  the  energy 
needs  of  all  of  our  consumers,  and  particularly  concerned  about  those  living  on  low 


466 

or  fixed  incomes.  We  have  long  supported  federal  energy  assistance  programs  such 
as  the  Department  of  Health  and  Human  Services'  (HHS)  LIHEAP  and  the  Depart- 
ment of  Energy's  weatherization  program,  as  well  as  similar  programs  at  the  state 
level.  In  addition  to  supporting  federal  funding  efforts,  A.G.A.  member  companies 
have  contributed  significantly  to  low-income  energy  assistance  at  the  local  level. 

IMPORTANCE  OF  PUBLIC-PRIVATE  PARTNERSHIP 

A.G.A.  is  not  advocating  that  the  federal  government  bear  the  sole  responsibility 
for  assisting  low-income  consumers.  The  states  and  the  private  sector  also  have 
their  responsibilities.  The  private  sector  already  has  begun  providing  significant 
funds  and  related  services  to  these  consumers. 

A.G.A.  member  companies  have  developed  innovative  and  effective  programs  in 
this  area,  putting  company  funds  and  human  resources  to  work.  Programs  include 
hiring  outreach  workers  to  bring  together  all  the  available  resources  in  the  commu- 
nity, developing  budget  counseling  programs,  forgiving  past  arrearages,  and  insti- 
tuting a  variety  of  crisis  activities.  In  Wisconsin,  Wisconsin  Gas  working  with  a  coa- 
lition of  private  energy  suppliers,  consumer  groups,  and  social  service  agencies  de- 
veloped a  comprehensive  energy  plan,  the  Early  Identification  Program  (EIP),  for 
low  income  households.  Following  are  a  few  of  the  components  that  make  up  the 
Wisconsin  Early  Identification  Program: 

An  Affordable  Payment  Plan  (Low-Income  Budget  Plan)  that  is  based  on  ability 
to  pay  (utilizing  household  income  less  specific  expenses,  i.e.,  mortgages/rent,  other 
utilities,  and  food)  not  fuel  consumption. 

The  "Freezing"  of  Past  Arrearages  and  Forgiveness  of  these  arrearages  over  3 
years  with  consistent  payment  records.  Also  the  forgiveness  of  current  arrears  with 
consistent  payments. 

The  Rate  Based  Low-Income  Weatherization  Program,  which  at  no  cost  to  the 
consumer,  can  reduce  their  energy  burden  by  an  average  of  25  percent.  This  pro- 
gram is  targeted  toward  households  with  the  highest  energy  usage  to  maximize  its 
impact. 

The  Early  Start  of  Emergency  Energy  Assistance  Program  in  Milwaukee  County 
is  before  the  October  1  start  up  date  of  the  Federal  LIHEAP  program.  Utility  money 
is  used  to  pay  for  the  intake  oi  both  energy  assistance  applications  and  reconnection 
applications  to  ensure  that  low-income  consumers  who  are  at  risk  to  ill  effects  from 
cold  weather — children  and  seniors,  in  particular — receive  help  before  the  cold 
weather  begins. 

The  EIP  program  is  tied  to  a  revised  energy  assistance  benefit  structure  which 
provides  energy  assistance  based  on  household  needs.  Without  this  revised  benefit 
structure  we  would  not  be  able  to  maintain  affordable  payment  plans  for  our  low- 
income  customers.  Despite  the  innovative  efforts  of  A.G.A.  member  companies,  fuel 
fund  programs  sponsored  by  member  companies,  and  other  financial  support  from 
the  private  sector,  the  need  for  adequate  federal  funding  for  LIHEAP  remains  im- 
perative. 

ADEQUATE  FUNDING  OF  LIHEAP  IS  ESSENTIAL 

LIHEAP  is  a  much  needed  energy  safety  net  for  America's  poor.  Adequate  funding 
of  LIHEAP  is  essential  to  millions  of  Americans  including  consumers  who  are  on 
the  fringe  of  LIHEAP  eligibility,  often  referred  to  as  the  "working  poor."  Any  in- 
creases in  living  expenses,  or  energy  consumption  due  to  cold  weather,  could  place 
these  households  in  the  same  dire  situation  tnat  LIHEAP-recipient  households  face 
today.  In  fact,  information  from  a  number  of  states  indicates  that  there  is  an  in- 
crease in  the  number  of  families  with  young  children  and  other  low-income  house- 
holds in  need  of  energy  assistance  for  the  very  first  time.  In  1992,  30  percent  of  the 
caseload  in  Wisconsin  was  first-time  applicants. 

While  the  natural  gas  industry  is  not  experiencing  a  rapid  rise  in  energy  prices 
as  we  did  a  decade  ago,  LIHEAP  recipients  continue  to  spend  an  unduly  large  por- 
tion of  family  income  for  energy.  Many  low-income  families  are  without  the  financial 
flexibility  to  meet  even  the  slightest  rise  in  energy  costs.  Studies  have  repeatedly 
shown  that  low-income  families  are  paying  a  much  greater  share  of  their  incomes 
for  energy  costs  than  do  other  families.  According  to  a  recent  HHS  Report  to  Con- 
gress on  LIHEAP  (covering  the  years  through  1990),  households  with  incomes  below 
125  percent  of  the  poverty  level  spent  approximately  four  times  more  (13.2  percent 
of  income)  for  energy  than  all  American  households  combined  (3.1  percent  of  in- 
come). 

Last  year,  approximately  5  million  households  received  some  form  of  LIHEAP  as- 
sistance. Even  with  LIHEAP  funding  at  1.5  billion,  only  one-third  of  those  who  qual- 
ify for  LIHEAP  are  able  to  receive  LIHEAP  assistance,  leaving  an  unserved  popu- 
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lation  of  more  than  10  million  households.  Many  of  the  people  requiring  LIHEAP 
assistance  are  elderly,  single  parents,  or  persons  with  disabilities.  They  are  all 
needy  and  many  are  the  poorest  of  the  poor.  In  some  regions  of  the  country,  the 
elderly  account  for  two  thirds  of  all  LIHEAP  recipients.  Fiscal  constraints  and  tight- 
ened eligibility  requirements  in  recent  years  have  precluded  millions  of  households 
from  even  applying  for  LIHEAP  assistance. 

Even  many  households  which  are  currently  being  served  by  Wisconsin's  EIP  pro- 
gram cannot  be  fully  served  because  of  a  lack  of  adequate  funding.  We  currently 
serve  10,000  households  who  in  spite  of  targeted  weatherization  assistance,  regular 
payment  schedules,  and  revised  energy  assistance  grants  still  had  a  shortfall  for 
1992  of  approximately  $1.8  million.  This  shortfall  could  not  be  covered  with  energy 
assistance  funding  because  due  to  decreases  in  program  funding  over  the  past  sev- 
eral years  the  size  of  the  grant  these  households  were  eligible  to  receive  had  to  be 
significantly  limited.  In  addition,  the  weather  for  1992  was  significantly  warmer 
than  normal.  Had  it  been  a  normal  year  the  shortfall  amount  could  have  been 
slightly  higher  in  the  2-2.5  million  dollar  range.  These  figures  demonstrate  that  we 
are  not  adequately  serving  the  households  that  are  currently  in  the  program. 

LIHEAP  IS  VITAL  TO  THE  WELFARE  OF  OUR  CHILDREN 

Recently,  a  study  on  the  effects  of  cold  weather  and  energy  costs  on  the  health 
of  low-income  children  was  completed  at  Boston  City  Hospital  (BCH).  The  three- 
year  project  found  that  the  number  of  malnourished,  underweight  children  being  ad- 
mitted into  the  BCH  emergency  room  increased  dramatically  following  the  coldest 
winter  months.  The  study  examined  the  weight  of  more  that  11,000  medically  indi- 
gent children  aged  six  months  to  two  years.  The  results  showed  that  poor  children 
were  more  likely  to  be  underweight  in  the  three  months  following  the  coldest  month 
than  in  any  other  time  period.  Researchers  postulated  that  the  increased  prevalence 
of  low  weight  following  the  coldest  months  of  the  year  was  the  result  of  cold  stress, 
illness,  and  the  lack  of  food  due  to  economic  stress  imposed  by  high  heating  costs. 

Although  we  intend  to  continue  to  evaluate  the  findings  of  the  study,  we  are  con- 
cerned about  the  impact  of  cold  weather  on  children.  Our  concern,  and  the  concern 
of  children's  advocates,  is  that  many  more  children  may  suffer  from  malnutrition 
because  families  choose  to  use  scarce  resources  to  pay  for  heating  rather  than  food. 
Children  whose  parents  reported  having  no  heat  or  being  threatened  with  the  pros- 
pect of  losing  heat  were  found  to  be  twice  as  likely  to  be  classified  as  hungry  or 
at  risk  of  being  hungry.  Only  16  percent  of  the  subgroup  reported  being  on  fuel  as- 
sistance during  the  past  winter.  This  underscores  the  need  for  adequate  LIHEAP 
funding. 

RECOMMENDATION 

We  are  very  pleased  to  see  that  the  Clinton  Administration  supports  LIHEAP 
funding  and  recognizes  the  disproportionate  share  of  earnings  that  a  low-income 
consumer  is  forced  to  spend  on  energy  needs.  This  concern  has  been  carried  through 
to  the  Clinton  Administration  recommending  increased  funding  for  LIHEAP  in  the 
future.  Considering  the  nearly  $4  billion  in  cuts  that  have  been  exacted  from 
LIHEAP  since  fiscal  year  1985,  it  is  crucial  to  make  the  commitment  to  restore  Fed- 
eral funding  to  more  realistic  levels.  We  thank  the  members  of  this  committee  for 
their  past  support  and  ask  that  you  continue  to  strengthen  the  efforts  of  the  public 
and  the  utility  companies  by  fully  funding  LIHEAP.  In  addition  to  the  $1,437  billion 
for  LIHEAP  already  approved  by  the  Congress  for  the  nine-month  fiscal  year  1994 
transition  period,  we  ask  you  to  fund  LIHEAP  at  $1.8  billion  during  the  fiscal  year 
1995  program  year. 

STATEMENT  OF  MELANIE  K.  POPOVICH,  CUSTOMER  RELATIONS  DI- 
RECTOR, COLUMBIA  GAS  OF  PENNSYLVANIA 

Senator  Gorton.  Ms.  Popovich. 

Ms.  POPOVICH.  Thank  you,  Mr.  Chairman. 

I  am  Melanie  Popovich,  customer  relations  director  for  Columbia 
Gas  of  Pennsylvania.  We  serve  more  than  324,000  households  in  25 
Pennsylvania  counties.  Our  service  territory  stretches  from  the 
West  Virginia  border  to  York,  and  the  Susquehanna  River.  It  in- 
cludes cities  as  large  as  Pittsburgh  and  as  small  as  Gettysburg. 

Of  those  households,  approximately  13  percent,  or  43,000,  fall 
within  the  150  percent  of  poverty  guideline.  That  qualifies  them  for 
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LIHEAP  in  our  State.  Approximately  9  percent  of  those,  of  our  resi- 
dential customers,  actually  received  LIHEAP  assistance  this  win- 
ter. 

Mr.  Chairman  and  Senator  Specter,  we  applaud  you  and  your 
subcommittee  for  your  key  role  in  maintaining  adequate  funding 
for  LIHEAP. 

I  have  served  as  manager  for  low  income  programs  at  Columbia 
Gas  since  1986.  During  that  time,  my  staff  and  I  have  referred 
more  than  3,000  families  to  LIHEAP.  These  families  are  extremely 
diverse,  but  they  are  almost  always  families  in  crisis. 

I  would  like  to  tell  you  about  one  family,  and  have  maintained 
confidentiality  by  changing  their  name.  Mr.  and  Mrs.  Martin  live 
in  Allegheny  County,  which  is  basically  our  Pittsburgh,  PA  area, 
with  their  three  children,  ages  14,  8,  and  6.  A  few  years  ago,  Mr. 
Martin  earned  approximately  $40,000  a  year.  When  my  staff  met 
him,  he  had  been  laid  off  and  was  bringing  in  only  about  $5,000 
a  year. 

Family  help  and  food  stamps  were  keeping  them  afloat  until 
Mrs.  Martin  was  diagnosed  with  cancer.  Surgery  and  chemo- 
therapy were  required,  and  Pennsylvania's  State  Medical  Assist- 
ance Program  paid  for  her  treatment.  We  referred  the  family  to  Co- 
lumbia's weatherization  program  in  an  effort  to  reduce  their  winter 
heating  bills.  Then  we  discovered  that  their  furnace  was  unsafe 
and  need  to  be  replaced. 

A  combination  of  LIHEAP  and  State  funds  was  tapped  to  replace 
the  family  furnace  and  the  Martins  got  through  the  winter. 

This  is  only  one  LIHEAP  family,  but  I  could  tell  you  of  many 
more.  I  respectfully  refer  you  to  my  written  testimony  for  a  three- 
point  outline  of  Columbia  Gas  of  Pennsylvania's  recommendation  to 
this  subcommittee.  We  join  with  the  United  Distribution  Compa- 
nies and  the  American  Gas  Association  in  applauding  your  actions 
to  advance  fund  LIHEAP  at  $1,437  billion  for  the  9-month  period 
of  fiscal  year  1994. 

PREPARED  STATEMENT 

As  you  know,  late  funding  decisions  by  Congress  and  the  prob- 
lems associated  with  that  delayed  funding  have  left  many  States 
scrambling  to  protect  critical  LIHEAP  funding  for  low  income 
households.  We  urge  the  subcommittee  to  build  on  the  changes  to 
advance  appropriations  for  LIHEAP  by  implementing  forward 
funding  for  this  vital  program  so  that  State  LIHEAP  directors  can 
plan  their  programs  in  advance. 

And  last,  we  urge  you  to  provide  no  less  than  $1.8  billion  for  fis- 
cal year  1995. 

Thank  you. 

Senator  GORTON.  Thank  you  very  much  for  that  testimony. 

[The  statement  follows:! 

Statement  of  Melanie  K.  Popovich 

I  am  Melanie  Popovich,  Customer  Relations  Director  for  Columbia  Gas  of  Penn- 
sylvania, which  is  one  of  five  natural  gas  distribution  companies  within  the  Colum- 
bia Gas  System.  Together,  these  five  companies  provide  natural  gas  service  to  near- 
ly 2  million  customers  in  Kentucky,  Maryland,  Ohio,  Pennsylvania  and  Virginia. 

My  company  serves  more  than  324,000  households  in  25  Pennsylvania  counties. 
Our  service  territory  stretches  from  the  West  Virginia  border  to  York  and  the  Sus- 
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quehanna  River.  It  includes  cities  as  large  as  Pittsburgh  and  towns  as  small  as  Get- 
tysburg. 

Of  the  households  we  serve,  approximately  43,000  or  13  percent  fall  within  the 
150  percent-of-poverty  guideline  which  qualifies  them  for  LIHEAP  assistance  in  our 
state.  Approximately  9  percent  of  our  residential  customers  received  LIHEAP  funds 
this  winter.  This  year,  due  to  lack  of  funds,  Pennsylvania  closed  its  regular  LIHEAP 
Program  on  January  22;  it  typically  lasts  into  March.  Pennsylvania's  crisis  program, 
which  usually  lasts  until  the  end  of  April,  closed  on  the  second  day  of  the  month. 

We  commend  you  for  your  leadership  in  securing  the  "advance  appropriations"  for 
LIHEAP  for  the  nine-month  transition  period  of  fiscal  year  1994.  As  you  know,  late 
funding  decisions  by  Congress,  and  the  problems  with  significant  amounts  of  "de- 
layed funding" — last  year  almost  $700  million — have  left  many  states  scrambling  to 
protect  critical  LIHEAP  funding  for  low-income  households.  We  urge  the  Sub- 
committee to  build  on  the  changes  to  "advance  appropriations"  for  LIHEAP,  by  im- 
plementing "forward  funding"  for  this  vital  program  so  that  state  LIHEAP  directors 
can  plan  their  programs  in  advance. 

It  is  encouraging  to  see  that  the  Administration  has  proposed  stable  funding  for 
LIHEAP.  In  recent  years,  there  have  been  proposals  to  make  deep  cuts  in  LIHEAP 
funding  levels  which  I  believe  would  have  had  a  devastating  effect  on  low-income 
Pennsylvanians.  We  applaud  the  Senate  Appropriations  Subcommittee  on  Labor, 
Health  &  Human  Services,  Education  and  Related  Agencies  which  has  played  the 
key  role  in  maintaining  adequate  funding. 

To  address  the  home  energy  needs  of  our  low-income  children,  families  and  elder- 
ly, we  recommend: 

One,  in  addition  to  the  $1,437  billion  for  LIHEAP  already  approved  by  the  Con- 
gress for  the  nine-month  period  of  fiscal  year  1994,  provide  no  less  than  $1.8  billion 
for  LIHEAP  in  fiscal  year  1995  for  the  period  July  1,  1994  to  June  30,  1995.  (This 
funding  would  include  the  President's  proposed  increase  of  $333  million  over  the  fis- 
cal year  1994  LIHEAP  level.) 

Two,  eliminate  delayed  funding  of  LIHEAP. 

Three,  assure  that  any  leveraging  incentive  fund  monies  are  in  addition  to  fiscal 
year  1994  transition  funding  and  the  $1.8  billion  fiscal  year  1995  funding. 

I  have  worked  for  Columbia  Gas  of  Pennsylvania  for  many  years.  I  am  in  my  sev- 
enth year  as  manager  of  low  income  programs.  Since  1986,  I  have  seen  tremendous 
changes  in  our  customers,  our  communities  and  the  availability  of  LIHEAP  funds. 
To  adapt  to  these  changes,  Columbia  Gas  has  become  increasingly  involved  in  many 
company-sponsored  and  community-based  programs  for  people  in  need.  These  pro- 
grams provide  food,  clothing,  blankets,  energy  assistance  and  home  weatherization 
to  our  customers  who  live  on  low  incomes. 

One  of  the  projects  which  I  direct  is  the  Columbia  CARES  program.  Six  people 
on  my  staff  are  professional  social  workers  who  provide  personalized  assistance  to 
customers  who  have  demonstrated  a  special  need  or  a  problem  paying  their  bills. 
We  visit  customers  in  their  homes,  share  their  problems  and  work  with  other  com- 
munity groups  to  get  the  family  back  on  its  feet.  One  of  the  many  things  we  do  is 
refer  people  to  LIHEAP. 

Seven  years  of  home  visits  and  nearly  3,000  LIHEAP  referrals  have  taught  me 
never  to  generalize  or  stereotype  our  LIHEAP  customers.  Labels  such  as  "elderly," 
"welfare  recipient"  or  "chronically  poor"  mislead  as  much  as  they  help.  Most  often, 
LIHEAP  beneficiaries  are  families  in  crises  which  would  test  the  best  among  us. 
These  people  are  better  described  as  "workers  who  earn  low  wages,"  "people  with 
disabilities,"  "the  medically  uninsured,"  "single  parents  and  their  children,"  and 
"workers  without  jobs."  I  would  like  to  tell  you  about  them  and  have  maintained 
confidentiality  by  changing  their  names. 

Mr.  and  Mrs.  Burke  and  their  13-year-old  son  live  in  Washington  County.  Last 
summer,  Mr.  Burke — who  is  only  34  years  old — suffered  a  heart  attack  which  left 
him  unable  to  return  to  his  job  as  a  laborer,  and  without  medical  benefits.  His  wife 
suffers  from  severe  diabetes  which  prevents  her  from  working  although  she  is  enti- 
tled to  $73  per  month  in  social  security  benefits. 

After  his  heart  attack,  Mr.  Burke  applied  for  disability  benefits  but  was  denied, 
and  he  accrued  massive  medical  bills.  He  now  qualifies  for  unemployment  com- 
pensation, which  he  is  using  to  make  ends  meet. 

When  my  staff  met  Mr.  and  Mrs.  Burke,  their  financial  problems  were  escalating 
and  they  were  no  longer  able  to  meet  their  monthly  living  expenses. 

LIHEAP  literally  made  the  difference  for  this  family.  It  ensured  that  Mr.  Burke 
would  not  fall  further  behind  on  his  monthly  bills  during  the  winter  months.  It's 
enabled  him  to  use  unemployment  compensation  to  pay  his  remaining  living  ex- 
penses. His  goal  is  to  return  to  school  and  pursue  a  career  as  a  respiratory  thera- 
pist. LIHEAP  may  help  him  to  achieve  that  goal. 
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Mr.  and  Mrs.  Martin  live  in  Allegheny  County  and  have  three  children  ages  14, 
8  and  6.  A  few  years  ago  Mr.  Martin  earned  approximately  $40,000  a  year.  When 
my  staff  met  him,  he  had  been  laid  off  and  was  bringing  in  about  $5,000  a  year 
in  contractual  work.  Family  help  and  food  stamps  were  keeping  the  family  afloat 
until  Mrs.  Martin  was  diagnosed  with  cancer. 

She  underwent  surgery  and  chemotherapy.  A  state  medical  assistance  program 
paid  for  her  treatment  expenses  but  her  health  condition  complicated  Mr.  Martin's 
job  search.  On  one  hand,  many  prospective  employers  were  wary  of  the  pre-existing 
health  condition  so  it  was  hard  for  him  to  find  a  job  with  benefits.  On  the  other 
hand,  a  full-time  job  without  benefits  would  have  jeopardized  Mrs.  Martin's  state 
medical  assistance  and  left  them  with  no  medical  benefits  at  all. 

We  referred  the  family  to  Columbia's  weatherization  program  in  an  effort  to  re- 
duce their  winter  heating  bills.  We  discovered  that  their  furnace  was  unsafe  and 
needed  to  be  replaced.  LIHEAP  crisis  funds  were  tapped  and  the  family  furnace  was 
replaced  through  a  combination  of  LIHEAP  and  state  funds. 

Before  they  met  my  staff,  Mr.  and  Mrs.  Martin  had  never  heard  of  LIHEAP.  They 
had  no  idea  if  they  qualified  or  how  to  apply.  LIHEAP  came  at  a  critical  time  for 
them  and  it  was  key  to  the  family's  recovery.  Things  are  getting  better  for  the  Mar- 
tins every  day.  Mrs.  Martin  recently  completed  her  treatments  and  her  cancer  is  in 
remission.  Mr.  Martin  has  a  new  full-time  job  which  pays  approximately  $20,000 
per  year. 

Mary  used  to  live  with  her  elderly  mother  in  Allegheny  County  and  helped  to  sup- 
port her.  Then  Mary  developed  a  benign  brain  tumor  which  caused  her  to  lose  vision 
in  one  eye.  Mary  is  also  a  diabetic.  When  her  mother  passed  away  and  Mary  lost 
her  job,  she  began  living  on  public  assistance  with  cash  benefits  of  about  $200  per 
month.  In  her  Fate  40's  and  with  mounting  health  problems,  the  taxes  and  general 
upkeep  on  her  mother's  home  were  too  much  for  Mary.  She  applied  for  social  secu- 
rity disability  and  was  denied.  It  was  at  this  point  that  my  staff  met  her.  LIHEAP 
was  essential  because  it  kept  Mary's  winter  heating  bills  under  control. 

In  addition  to  referring  Mary  to  LIHEAP,  we  enrolled  her  in  our  CARES  program, 
gave  her  an  affordable  gas  payment  and  referred  her  to  our  weatherization  program. 
Nonetheless,  with  such  limited  income  she  still  faces  the  possibility  of  losing  her 
home  to  foreclosure  for  back  taxes. 

These  are  the  families  which  LIHEAP  serves.  When  I  think  of  LIHEAP,  I  think 
of  them.  They  are  the  reason  why  adequate  funding  for  LIHEAP  is  of  such  critical 
importance  to  the  communities  we  serve.  Columbia  Gas  joins  with  the  United  Dis- 
tribution Companies  and  the  American  Gas  Association  in  urging  you  to  fund 
LIHEAP  at  $1,437  billion  for  the  nine-month  period  of  fiscal  year  1994  and  to  pro- 
vide no  less  than  $1.8  billion  for  fiscal  year  1995. 

STATEMENT  OF  WILLIAM  J.  HILL,  NATIONAL  FUEL  GAS  DISTRIBUTION 
CORP. 

Senator  Gorton.  Mr.  Hill. 

Mr.  Hill.  Thank  you,  Mr.  Chairman.  I  am  Bill  Hill,  president  of 
National  Fuel  Gas  Distribution  Corp.  We  have  over  700,000  cus- 
tomers in  western  New  York  and  northwestern  Pennsylvania. 

I  would  like  to  thank  Chairman  Harkin  and  Senator  Specter  for 
their  strong  support  for  the  LIHEAP  program. 

National  Fuel  is  a  member  of  the  United  Distribution  Compa- 
nies, whose  members  serve  natural  gas  companies  in  18  States, 
and  UDC  endorses  my  comments.  We  are  deeply  committed  to 
meeting  the  energy  needs  of  our  customers. 

Last  year  alone,  National  Fuel  dedicated  over  $3  million  for  a  va- 
riety of  programs  directed  specifically  at  the  low  income,  disabled, 
and  elderly.  These  are  described  in  my  written  testimony. 

Despite  continued  efforts  from  the  private  sector,  the  need  for 
adequate  Federal  funding  of  LIHEAP  remains  imperative.  Current 
economic  conditions,  such  as  increasing  unemployment  and  rising 
poverty  rates  for  families  with  young  children,  underscore  the  need 
to  protect  LIHEAP  funding. 

To  illustrate,  unemployment  in  Pennsylvania  is  currently  8.2 
percent,  New  York's  is  7.6  percent,  and  I  believe  your  State's  is 
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somewhere  in  excess  of  8  percent,  and  I  am  sure  the  Boeing  prob- 
lem will  drive  this  number  a  little  bit  higher.  Many  other  States 
represented  on  the  subcommittee  are  in  a  similar  situation. 

National  statistics  indicate  that  low-income  families  and  the  el- 
derly have  felt  the  cuts  in  LIHEAP.  States  have  cut  millions  of 
households  from  assistance  and  reduced  benefits  for  those  they 
could  serve. 

In  our  experience  this  year,  Pennsylvania  was  forced  to  (1)  close 
its  program  in  January,  over  3  months  early,  (2)  reduce  benefits  by 
13  percent,  and  borrow  money  from  fiscal  year  1994  funding  to 
cover  this  year's  funding  shortfall.  Without  an  increase  in  LIHEAP, 
the  State  funding  will  fall  next  year. 

Mr.  Chairman,  National  Fuel  and  UDC  urge  the  subcommittee 
to  adopt  the  following:  we  applaud  your  action  to  advance  fiscal 
year  1994  LIHEAP  funding  and  request  that  Congress  provide  no 
less  than  1.8  billion  for  the  July  1994  to  June  1995  LIHEAP  pro- 
gram year,  second,  eliminate  the  delayed  funding,  and  third,  any 
future  leveraging  dollars  should  be  in  addition  to  the  current  serv- 
ices level  of  funding. 

PREPARED  STATEMENT 

Mr.  Chairman,  almost  90  percent  of  our  Pennsylvania  LIHEAP 
recipients  have  less  than  $8,000  per  year  income,  and  over  one-half 
of  those  recipients  are  over  65  years  of  age  or  disabled.  Let  us  not 
turn  our  backs  on  them.  Let  us  work  together  to  solve  their  prob- 
lems. 

Thank  you  for  the  opportunity  to  speak  to  your  committee. 

Senator  GORTON.  Thank  you  very  much,  Mr.  Hill,  for  your  testi- 
mony. 

[The  statement  follows:] 

Statement  of  William  J.  Hill 

Mr.  Chairman  and  members  of  the  subcommittee,  I  am  Bill  Hill,  President  of  Na- 
tional Fuel  Gas  Distribution  Corporation.  National  Fuel's  service  area  is  located  in 
western  New  York  and  northwestern  Pennsylvania.  We  serve  well  over  700,000  cus- 
tomers, of  which,  over  93  percent  are  residential. 

Although  I  am  testifying  on  behalf  of  National  Fuel,  my  comments  are  fully  en- 
dorsed by  the  membership  of  the  United  Distribution  Companies,  whose  names  are 
set  forth  in  Appendix  A. 

Chairman  Harkin,  and  Senator  Specter,  I  would  like  to  take  this  opportunity  to 
express  our  appreciation  for  your  strong  support  for  LIHEAP  during  these  difficult 
fiscal  times.  Your  leadership  in  the  fight  against  deep  budget  cuts  to  the  energy  as- 
sistance program  has  truly  made  a  difference  to  millions  of  low-income  Americans. 

While  we  are  encouraged  by  President  Clinton's  proposal  to  expand  the  Federal 
commitment  to  LIHEAP,  we  are  cognizant  of  the  continuing  pressures  that  your 
subcommittee  will  face  in  the  coming  months  to  make  critical  funding  decisions 
within  the  imposed  spending  ceiling.  As  you  well  know,  previous  Administrations 
have  recommended  deep  cuts  to  LIHEAP  in  their  Budget  Requests  which  have  se- 
verely hampered  Congressional  efforts  to  protect  this  valuable  program.  This  change 
of  direction  signaled  by  the  President  is  welcome. 

Overall,  nearly  $4  billion  in  cuts  have  been  exacted  from  LIHEAP  since  fiscal  year 
1985.  In  our  view,  it  is  crucial  to  make  the  commitment  to  our  fixed  income  elderly 
and  low-income  families  to  protect  against  further  reductions  in  LIHEAP  and  to  re- 
store Federal  funding  to  more  realistic  levels  to  address  their  ongoing  energy  needs. 
It  is  for  this  reason  that  we  ask  your  continued  support  and  are  requesting  that 
the  Congress  adopt  the  following: 

One,  in  addition  to  the  $1,437  billion  for  LIHEAP  already  approved  by  the  Con- 
gress for  the  nine  month  period  of  fiscal  year  1994,  the  Congress  should  provide  no 
less  than  $1.8  billion  for  the  fiscal  year  1995  LIHEAP— for  the  period  July  1,  1994 
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to  June  30,  1995.  (This  funding  would  include  the  President's  proposed  increase  of 
$333  million  over  the  fiscal  year  1994  LIHEAP  level.) 

Two,  eliminate  delayed  funding  of  LIHEAP. 

Three,  any  Leveraging  Incentive  Fund  monies  should  be  in  addition  to  the  "cur- 
rent services"  level  of  funding  for  the  transition  period  of  fiscal  year  1994,  and  in 
addition  to  the  $1.8  billion  level  for  1994-1995  LIHEAP  program  year  or  fiscal  year 
1995  (i.e.  July  1,  1994  to  June  30,  1995). 

ECONOMIC  CONDITIONS  UNDERSCORE  VITAL  NATURE  OF  LIHEAP 

Mr.  Chairman,  I  come  from  a  region  of  the  country  that  has  "cold"  winters  and 
has  a  significant  low-income  population — in  other  words — an  area  of  the  country 
that  critically  depends  on  LIHEAP  to  assist  low-income  families  and  the  elderly  to 
meet  their  home  energy  needs.  Moreover,  unemployment  continues  to  be  a  serious 
problem. 

For  example,  my  native  state  of  Pennsylvania's  unemployment  rate  is  8.2  percent; 
New  York's  is  7.6  percent;  and  many  other  states  represented  on  the  Subcommittee, 
including  Washington,  West  Virginia,  Alaska,  Oregon,  Nevada,  Florida  and  Arkan- 
sas have  unemployment  rates  that  are  at,  or  exceed,  the  national  average  of  7.0  per- 
cent.1 Typically  urban  areas  within  these  states  are  hit  even  harder. 

While  some  economic  indicators  offer  encouraging  signs,  the  Department  of  Labor 
reports  that  new  jobless  claims  are  still  averaging  approximately  350,000  each  week 
for  jobless  benefits.  In  addition,  persistent  unemployment  in  some  states  has  further 
contributed  to  more  Americans  falling  below  the  poverty  level  (an  estimated  addi- 
tional 4  million  individuals  since  1989). 2  This  data  strongly  suggests  that  the  need 
for  LIHEAP  is  growing,  not  diminishing. 

Furthermore,  the  Children's  Defense  Fund  (CDF)  reported  that  the  child  poverty 
rate  in  1991  was  21.8  percent,  and  CDF  expects  the  figures  for  1992  to  be  even 
worse.3  Nationwide,  an  estimated  52  percent  of  households  receiving  heating  assist- 
ance from  October  1,  1991  to  mid-March,  1992  had  at  least  one  child.4  It  is  clear 
that  many  LIHEAP  recipients,  as  well  as  LIHEAP  eligible,  contain  children,  the  dis- 
abled and  the  elderly — people  especially  vulnerable  to  the  cold. 

IMPACT  OF  LIHEAP  CUTS 

Information  from  a  number  of  states  indicates  that  applications  for  LIHEAP  and 
crisis  assistance  have  increased  from  last  year.  Many  states  are  seeing  families  with 
young  children  and  other  low-income  households  in  need  of  energy  assistance  for  the 
very  first  time.  In  fact,  in  1992,  30  percent  of  the  caseload  in  Wisconsin  were  first 
time  applicants. 

In  spite  of  the  escalating  need  for  LIHEAP,  information  from  the  National  Energy 
Assistance  Directors'  Association  (NEADA)  tells  us  that  numerous  states  have  had 
to  significantly  alter  their  LIHEAP  programs  to  adjust  for  the  most  recent  10  per- 
cent cut  in  LIHEAP  funds,  and  the  administrative  nightmare  of  receiving  over  50 
percent  of  the  LIHEAP  funds  on  a  delayed  basis,  the  last  day  of  fiscal  year  1993. 
Specifically,  states  such  as  Maryland  and  New  York,  had  to  cut  benefits  between 
30  to  50  percent  over  the  past  two  years  in  an  effort  to  adapt  to  fewer  Federal  dol- 
lars, while  serving  an  ever  increasing  caseload  of  needy  applicants.  Next,  states 
such  as  Pennsylvania  had  to  open  their  LIHEAP  programs  late  and  have  closed 
their  LIHEAP  programs  early,  sometimes  months  earlier  than  normal.  In  order  to 
adjust  to  the  reduced  Federal  funding  this  year,  Pennsylvania  had  to  take  the  fol- 
lowing steps.  First,  it  closed  its  cash  assistance  program  in  January — when  it  nor- 
mally ends  closes  at  the  end  of  April;  so  it  served  far  fewer  households.  Second, 
Pennsylvania  was  forced  to  reduce  benefits  by  over  13  percent.  Third,  Pennsylvania 
is  advancing  itself  $9  million  of  the  fiscal  year  1994  funding  (that  will  become  avail- 
able October  1,  1993)  to  cover  the  fiscal  year  1993  funding  shortfall.  This  action  will 
only  exacerbate  next  year's  funding  outlook. 


'Bureau  of  Labor  Statistics,  U.S.  Department  of  Labor,  April  28,  1993.  These  are  the 
unadjusted  unemployment  rates  for  these  states. 

2  U.S.  Bureau  of  the  Census,  Current  Population  Reports,  1992. 

3  The  State  of  America's  Children,  Childrens  Defense  Fund,  1992,  p.  26. 

4  Leon  Litow,  Program  Analyst,  U.S.  Department  of  Health  and  Human  Services,  Office  of  En- 
ergy Assistance,  March  3,  1993.  This  information  is  based  on  the  results  of  the  "March  1992 
Bureau  of  the  Census  Current  Population  Survey." 
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CLINTON  BUDGET  PROPOSAL 

It  is  heartening  to  see  the  Administration  has  endorsed  the  Congressional  action 
previously  taken  to  provide  "advance  appropriations"  for  LIHEAP  for  the  nine 
month  transition  period  (October  1,  1993  to  June  30,  1994).  We  are  also  pleased  that 
the  Budget  Request  recommends  funding  for  July  1,  1994  to  June  30,  1995,  in  order 
to  implement  forward  funding  of  LIHEAP.  However,  we  would  have  preferred  that 
the  request  would  have  included  the  full  Budget  Authority  necessary  to  secure  for- 
ward funding  for  LIHEAP  for  the  July  1,  1994  to  June  30,  1995  program  year. 

Furthermore,  the  Administration's  deficit  reduction  package  includes  a  phased-in 
plan  to  increase  LIHEAP  funding.  We  commend  this  Administration  for  recognizing 
the  vital  role  that  LIHEAP  plays  in  the  lives  of  millions  of  our  vulnerable  citizens 
and  for  providing  an  expansion  of  LIHEAP  funding  into  the  future.  It  is  our  view, 
that  LIHEAP  requires  funding  at  a  minimum  of  $1.8  billion  for  fiscal  year  1995  (for- 
ward funding)  even  if  a  broad-based  energy  tax  is  not  adopted  by  the  Congress.  If 
such  an  energy  tax  is  ultimately  adopted,  a  careful  examination  of  the  facts  on  the 
full  impact  of  both  the  direct  and  indirect  costs  to  low-income  consumers  would  need 
to  be  carried  out.  Review  of  this  data  might  well  indicate  that  additional  funding 
for  LIHEAP  may  be  necessary  to  fully  reflect  these  new  expenses  to  low-income  con- 
sumers. 

FORWARD  FUNDING  AND  DELAYED  FUNDING 

Mr.  Chairman,  National  Fuel  strongly  advocates  forward  funding,  and  we  applaud 
your  leadership  and  that  of  Senator  Specter's  to  move  to  implement  forward  funding 
in  last  year's  bill.  Your  efforts  yielded  "advance  appropriations"  for  LIHEAP  for  the 
first  time. 

Advising  the  state  LIHEAP  program  directors  on  the  amount  of  Federal  dollars 
available  to  plan  and  implement  their  energy  assistance  programs  before  the  start 
of  the  winter  heating  season  is  crucial  to  the  effective,  efficient  operation  of  the 
LIHEAP  program.  In  the  past,  late  funding  decisions  by  the  Congress,  and  the  prob- 
lems with  significant  amounts  of  "delayed  funding" — last  year  almost  $700  million — 
has  left  many  states  searching  to  protect  this  critical  LIHEAP  funding.  These  "de- 
layed funds"  have  placed  an  additional  burden  on  the  states  while  simultaneously 
struggling  to  absorb  deep  cuts  to  their  programs  in  recent  years.  This  approach  has 
exacerbated  the  problem  of  insufficient  funds.  We  urge  the  Subcommittee  to  build 
on  the  fiscal  year  1994  "advance  appropriations"  for  LLHEAP  and  to  implement  "for- 
ward funding^'  for  this  vital  program.  We  also  urge  the  Congress  to  release  the  fiscal 
year  1993  delayed  funds,  as  soon  as  possible. 

LEVERAGING  INCENTIVE  PROGRAM 

While  National  Fuel  believes  that  the  goal  of  the  leveraging  program  is  laudable, 
we  are  concerned  that  critical  dollars  for  the  regular  LIHEAP  program  to  maintain 
benefits  to  low-income  households  have  been  reduced  to  fund  the  Leveraging  Incen- 
tive Program.  In  fact,  LIHEAP  has  experienced  a  cut  of  about  20  percent  in  the  past 
two  years,  resulting  in  cuts  to  benefits  and  in  a  reduced  case  load  throughout  the 
country.  The  further  reduction  in  LIHEAP  program  dollars  of  $25  million  for 
leveraging  has  exacerbated  the  strains  on  many  states'  LIHEAP  programs. 

We  believe  that  leveraging  dollars  should  be  used  to  augment  or  supplement  more 
adequate  Federal  funding  for  LIHEAP,  and  not  be  used  as  a  reason  to  further  erode 
the  program.  Without  the  underpinning  of  a  sizable,  dependable  Federal  LIHEAP 
program,  meaningful  leveraging  efforts  could  recede,  or  indeed,  evaporate.  There- 
fore, we  recommend  that  any  leveraging  incentive  monies  be  in  addition  to  the 
$1,437  billion  for  the  fiscal  year  1994  nine  month  transition  period  (October  1,  1993 
to  June  30,  1994),  and  be  over  and  above  the  $1.8  billion  for  the  fiscal  year  1995 
program  year  (July  1,  1994  to  June  30,  1995). 

EXISTING  UTILITY  AND  OTHER  PPJVATE  EFFORTS  NEED  LIHEAP  AS  THEIR  FOUNDATION 

Of  course,  the  burden  of  low-income  households'  needs  does  not  rest  solely  on  the 
Federal  Government.  The  states  and  the  private  sector  also  have  a  responsibility 
to  contribute  to  the  needs  of  these  consumers.  National  Fuel  and  UDC  member  com- 

[>anies  have  developed  a  host  of  innovative  and  effective  programs  to  assist  their 
ow-income  consumers  which  may  include  the  following:  operating  and/or  contribut- 
ing to  fuel  funds,  providing  discounts  and  credits  to  low-income  consumers,  provid- 
ing partial  or  full  waivers  of  home  energy  connection  and  reconnection  fees  and  late 
payment  charges,  partial  or  full  waiver  of  home  energy  security  deposits,  and  partial 
forgiveness  of  home  energy  bills.  Moreover,  many  natural  gas  companies  are  in- 
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volved  in  various  energy  conservation  activities,  such  as  weatherization  of  low-in- 
come households,  budget  counseling  and  energy-use  education. 

In  our  service  areas,  National  Fuel  offers  a  variety  of  programs  directed  specifi- 
cally at  the  low  income,  handicapped  and  elderly.  The  following  is  a  representative 
sampling  of  National  Fuel's  private  efforts: 

National  Fuel  pioneered  the  development  of  regional  fuel  funds.  We  developed  the 
first  such  fund  in  New  York  and  Pennsylvania,  to  which  our  stockholders  match 
public  donations,  dollar  for  dollar. 

Promoting  efficiency  in  low-income  households  is  particularly  important  since 
most  low-income  housing  is  old  and  not  well  insulated.  In  both  states,  we  offer  free 
programs  designed  to  help  low-income  people  lower  their  gas  consumption  through 
education,  conservation  and  weatherization. 

National  Fuel  waives  payment  charges  and  security  deposits  for  low-income 
households  under  certain  circumstances. 

In  Pennsylvania,  we  instituted  a  pilot  Low-Income  Residential  Assistance  Rate  for 
1,000  customers  who  will  be  provided  a  discount  rate  of  up  to  45  percent.  If  after 
our  free  audit  and  weatherization  measures  are  installed,  they  show  reduced  con- 
sumption, they  would  also  qualify  for  a  conservation  credit  on  their  next  month's 
bill. 

Obviously,  all  of  these  programs  cost  something.  National  Fuel  dedicated  over  $3 
million  to  them  last  year.  We  are  not  alone  in  the  development  of  creative  ap- 
proaches to  better  assist  low-income  households;  such  a  commitment  is  representa- 
tive of  our  fellow  UDC  member  companies. 

CONCLUSION 

In  our  operating  territory,  almost  90  percent  of  LIHEAP  recipients  have  less  than 
$8,000  per  year  incomes,  and  50  percent  of  our  recipients  are  over  60  years  of  age 
or  disabled.  Let's  not  turn  our  backs  on  them.  Let's  all  work  together  to  help  solve 
the  problems.  Cutting  funding  does  not  help  us  achieve  our  goals.  In  fact,  it  sets 
us  back. 

Despite  our  best  efforts  and  other  innovative  financial  support  programs  from  the 
private  sector,  the  need  for  adequate  Federal  funding  of  LIHEAP  remains  impera- 
tive. Assisting  low-income  consumers  is  a  joint  public/private  responsibility  and 
funding  LIHEAP  at  the  $1.8  billion  level  for  the  1994-1995  program  year  is  crucial 
to  the  nealth,  safety  and  well-being  of  millions  of  our  most  vulnerable  Americans. 

Appendix  A. — Members  of  United  Distribution  Companies  and  State 


THE  MEMBER  COMPANIES  SERVE  12,000,000  RESIDENTIAL,  COMMERCIAL  AND  INDUSTRIAL 

GAS  CUSTOMERS 


Central  Illinois  Light  Co.,  Illinois. 
Central  Illinois  Public  Service  Co., 

Illinois. 
Citizens  Gas  Fuel  Co.,  Michigan. 
Columbia  Gas  of  Kentucky,  Kentucky. 
Columbia  Gas  of  Maryland,  Maryland. 
Columbia  Gas  of  Ohio,  Ohio. 
Columbia  Gas  of  Pennsylvania, 

Pennsylvania. 
Commonwealth  Gas  Services  Inc., 

Virginia. 
The  East  Ohio  Gas  Co.,  Ohio. 
Equitable  Gas  Co.,  Pennsylvania, 

Kentucky,  and  West  Virginia. 
Hope  Gas,  Inc.,  West  Virginia. 
Illinois  Power  Co.,  Illinois. 
Indiana  Gas  Co.,  Inc.,  Indiana. 
Iowa-Illinois  Gas  &  Electric  Co.,  Iowa 

and  Illinois. 
Kokomo  Gas  Co.,  Indiana. 
Michigan  Gas  Co.,  Michigan. 
Michigan  Gas  Utilities  Co.,  Michigan. 
National  Fuel  Gas  Distribution  Corp., 

New  York  and  Pennsylvania. 
Niagara  Mohawk  Power  Corp.,  New 

York. 


North  Shore  Gas  Co.,  Illinois. 
Northern  Indiana  Public  Service  Corp., 

Indiana. 
Northern  Minnesota  Utilities, 

Minnesota. 
Ohio  Gas  Co.,  Ohio. 
Orange  &  Rockland  Utilities,  Inc.,  New 

York,  Pennsylvania,  and  New  Jersey. 
The  Peoples  Gas  Light  &  Coke  Co., 

Illinois. 
Peoples  Natural  Gas  Co.,  Nebraska, 

Iowa,  Minnesota,  Colorado,  and 

Kansas. 
The  Peoples  Natural  Gas  Co., 

Pennsylvania. 
Pike  County  Light  &  Power  Co., 

Pennsylvania. 
The  River  Gas  Co.,  Ohio. 
Rochester  Gas  &  Electric  Co.,  New  York. 
Southeastern  Michigan  Gas  Co., 

Michigan. 
Union  Electric  Co.,  Missouri  and  Illinois. 
Virginia  Natural  Gas,  Inc.,  Virginia. 
West  Ohio  Gas  Co.,  Ohio. 
Wisconsin  Fuel  &  Light  Co.,  Wisconsin. 
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Wisconsin  Gas  Co.,  Wisconsin.  Wisconsin  Public  Service  Corp., 

Wisconsin  Natural  Gas  Co.,  Wisconsin.  Wisconsin  and  Michigan. 

Wisconsin  Southern  Gas  Co.,  Wisconsin. 

STATEMENT  OF  DENNIS  KELLEY,  NATIONAL  FUEL  FUNDS  NETWORK 

Senator  Gorton.  Mr.  Kelly. 

Mr.  Kelley.  Thank  you,  Mr.  Chairman.  My  name  is  Dennis 
Kelley.  I  want  to  thank  the  chairman  and  the  members  of  the  com- 
mittee for  the  opportunity  to  present  this  testimony. 

The  National  Fuel  Funds  Network,  which  I  represent  as  chair- 
person, supports  adequate  funding  for  LIHEAP  at  no  less  than  the 
advance  appropriation  of  $1,437  billion  for  fiscal  year  1994  and 
$1.8  billion  proposed  by  President  Clinton  for  the  new  LIHEAP 
program  year  beginning  July  1,  1994.  This  amount  is  necessary  to 
maintain  the  level  of  services  provided  during  fiscal  year  1993,  and 
is  consistent  with  the  amount  of  forward  funding  previously  allo- 
cated. 

The  NFFN  is  a  membership  organization  composed  of  private 
fuel  and  energy  assistance  funds,  community  action  agencies,  social 
service  organizations,  utility  companies,  associations,  and  private 
citizens.  The  NFFN  is  concerned  with  the  ongoing  crisis  associated 
with  the  energy  poverty  issue.  Together,  the  140-plus  fuel  and  en- 
ergy assistance  funds  that  have  developed  in  the  last  14  years  raise 
private  dollars  at  the  local  level  to  supplement  inadequate  LIHEAP 
funding. 

According  to  a  recent  survey  of  non-Federal  energy  assistance  in 
America,  fuel  funds  make  heating  and  cooling  assistance  payments 
of  over  $46  million  each  year  on  behalf  of  some  396,000  families 
who  rank  among  the  poorest  of  the  poor  in  America. 

LIHEAP,  however,  remains  the  largest  source  of  energy  assist- 
ance for  low  income  Americans.  Millions  of  Americans  rely  on 
LIHEAP  to  help  them  make  it  through  the  cold  of  winter  or  the 
heat  of  summer.  To  assure  the  availability  of  this  support,  Con- 
gress must  preserve  the  advance  appropriation  of  $1,437  billion 
that  was  approved  for  fiscal  year  1994  during  last  year's  appropria- 
tions process. 

While  we  who  work  daily  with  the  needy  of  America  are  thankful 
that  such  moneys  were  reserved  for  this  year  by  our  forward-think- 
ing Congress,  we  must  also  point  out  that,  in  truth,  the  amount  is 
still  not  sufficient  to  meet  the  need.  When  LIHEAP  is  funded  near 
the  $1.5  billion  level,  it  only  serves  one-third  of  those  who  qualify, 
leaving  an  unserved  population  of  over  10  million  households. 

While  the  NFFN  appreciates  all  that  has  been  done  in  the  Sen- 
ate in  support  of  LIHEAP  last  year,  we  must  again  ask  for  your 
help.  All  of  the  moneys  raised  by  fuel  funds  since  their  inception, 
over  $412  million,  fall  far  short  of  even  a  single  year's  LIHEAP  ap- 
propriation. Privately  raised  dollars  can  only  supplement  LIHEAP 
dollars  and  can  never  take  the  place  of  Federal  energy  assistance 
funds. 

We  respectfully  request  you,  as  you  consider  future  years'  fund- 
ing, to  consider  increasing  the  level  of  LIHEAP  funding  for  fiscal 
year  1995  and  beyond  to  those  levels  included  in  the  President's 
budget  proposal. 


476 

PREPARED  STATEMENT 

The  price  of  all  heating  fuels  will  increase  if  an  energy  tax  is 
passed  along  the  lines  already  laid  out  by  the  House  Budget  Com- 
mittee. The  failure  to  provide  a  corresponding  increase  in  LIHEAP 
appropriations  will  mean  that  poor  people  will  fall  even  further  be- 
hind. Your  actions  today  will  greatly  assist  those  who  daily  strug- 
gle to  protect  themselves  and  their  families  from  the  extremes  of 
weather. 

Thank  you  for  your  careful  consideration  of  this  testimony. 

Senator  GORTON.  I  thank  this  entire  panel,  devoted  to  a  single 
subject.  I  do  not  know  whether  you  did  so  consciously  or  not,  but 
you  coordinated  your  testimony  extremely  well,  and  you  were  most 
persuasive.  Thank  you  very  much  for  participating  today. 

[The  statement  follows:] 

Statement  of  J.  Dennis  Kelley 

I  want  to  thank  the  Chairman  and  the  members  of  the  committee  for  the  oppor- 
tunity to  submit  this  testimony.  The  National  Fuel  Funds  Network  (NFFN),  which 
I  represent  as  Chairperson,  supports  adequate  funding  for  the  Low  Income  Home 
Energy  Assistance  Program  (LIHEAP)  at  no  less  than  the  advance  appropriation  of 
$1,437  billion  for  fiscal  year  1994  and  $1.8  billion  proposed  by  President  Clinton  for 
the  new  LIHEAP  program  year  beginning  July  1,  1994.  These  amounts  are  nec- 
essary to  maintain  the  level  of  services  provided  during  fiscal  year  1993  and  are 
consistent  with  the  amount  of  the  advance  appropriation  approved  last  year. 

The  National  Fuel  Funds  Network  is  a  membership  organization  comprised  of 
over  130  representatives  of  private  fuel  and  energy  assistance  funds,  community  ac- 
tion agencies,  social  service  organizations,  utility  companies,  associations  and  pri- 
vate citizens.  Our  member  organizations  are  located  in  44  states  and  the  District 
of  Columbia.  The  NFFN  is  concerned  with  the  ongoing  crisis  associated  with  the  En- 
ergy/Poverty issue. 

Fuel  funds  are  organizations  that  raise  money  to  help  low  income  households  pay 
their  home  energy  bills.  Together,  the  one  hundred  and  forty  plus  fuel  and  energy 
assistance  funds  that  have  developed  in  the  last  fourteen  years  raise  private  energy 
assistance  dollars  at  the  local  level  to  supplement  inadequate  LIHEAP  funding.  To- 
gether, we  make  heating  and  cooling  bill  assistance  payments  of  over  $44  million 
dollars  each  year  on  behalf  of  some  300,000  families.  These  families  rank  among  the 
"poorest  of  the  poor"  in  America.  Our  goal  is  simple:  to  keep  the  families  we  serve 
healthy,  warm  or  cool  and  in  their  own  homes  during  the  extreme  temperatures  of 
winter  and  summer. 

Fuel  funds  come  in  many  different  shapes  and  sizes.  They  range  from  small 
church  groups  which  distribute  hundreds  of  dollars  in  a  single  neighborhood  to 
large,  independent  organizations  which  distribute  millions  of  dollars  across  a  state. 
Fuel  funds  can  be  a  division  of  a  large,  social  service  agency  or  they  can  be  operated 
by  an  energy  company.  Whatever  their  form,  fuel  funds  are  agencies  that  were  de- 
veloped to  address  the  unmet  needs  of  the  poor  who  are  unable  to  pay  their  home 
energy  bills.  Notwithstanding  their  diversity  of  form,  fuel  funds  share  some  common 
traits.  They  all  raise  and  distribute  money  and  they  all,  inevitably,  discover  that  the 
resources  they  command  and  the  resources  provided  by  LIHEAP,  are  inadequate. 
As  a  consequence,  fuel  funds  become  involved  in  attempting  to  increase  the  re- 
sources available  to  help  the  poor  meet  their  energy  needs. 

Fuel  funds  are  almost  always  part  of  a  network  of  organizations  confronting  the 
energy  needs  of  low-income  consumers.  For  example,  fuel  funds  usually  have  Duilt 
relationships  with  gas  and  electric  utilities  for  administrative  and  referral  purposes. 
Many  utilities  facilitate  contributions  to  fuel  funds  by  enabling  their  customers  to 
add  an  amount  to  their  utility  payment,  designated  as  a  fuel  fund  contribution. 
Moreover,  utilities  are  well  suited  to  refer  those  incapable  of  paying  for  their  energy 
needs  to  fuel  funds  for  assistance.  Fuel  funds  thus  position  themselves  as  energy 
assistance  of  last  resort.  When  a  needy  household  has  exhausted  all  other  avenues, 
fuel  funds  attempt  to  provide  the  assistance  that  can  pay  for  essential,  energy-relat- 
ed services,  and  keep  the  service  on. 

LIHEAP  remains  the  largest  source  of  energy  assistance  for  low-income  Ameri- 
cans. Millions  of  American  families  rely  on  LIHEAP  to  help  them  make  it  through 
the  cold  of  winter  or,  when  Energy  Crisis  monies  are  available,  to  help  them 
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through  the  heat  of  summer.  To  assure  the  availability  of  this  support,  Congress 
must  preserve  the  advance  appropriation  of  $1,437  billion  that  was  approved  for  fis- 
cal year  1994  during  last  years  appropriations  process  and  approve  the  $1.8  billion 
proposed  by  President  Clinton  for  the  new  LIHEAP  program  year  beginning  July 
1,  1994.  (The  latter  figure  includes  $316  million  to  offset  effects  of  the  proposed  en- 
ergy tax). 

While  we  who  work  daily  with  the  needy  of  America  are  thankful  that  such  mon- 
ies were  reserved  for  this  year  by  a  forward  thinking  Congress,  we  must  also  point 
out  that,  in  truth,  the  amount  is  still  not  sufficient  to  meet  the  need.  When  LIHEAP 
is  funded  near  the  $1.5  billion  level,  it  only  serves  one-third  of  those  who  qualify, 
leaving  an  unserved  population  of  over  ten  million  households. 

To  illustrate  that  the  need  still  exceeds  the  grasp  of  LIHEAP,  I'd  like  to  share 
the  results  of  a  recently  completed  NFFN  survey  of  nonfederal  energy  assistance  in 
America.  The  survey  was  conducted  during  1992,  and  reflects  what  the  NFFN  feels 
is  a  valid  portrait  of  the  amount  of  nonfederal  energy  assistance  monies  that  were 
raised  and  distributed  during  1991. 

The  number  of  fuel  funds  responding  to  the  survey  increased  since  the  first  NFFN 
fuel  fund  survey  in  1988.  At  that  time,  121  funds  responded  to  the  survey,  while 
142  funds  responded  to  our  current  effort,  an  increase  of  17  percent.  In  both  sur- 
veys, fuel  funds  were  asked  to  report  on  the  amount  of  assistance  that  they  have 
distributed  since  their  inception.  In  1988,  the  total  amounted  to  $131.4  million, 
while  in  1992,  the  cumulative  total  increased  to  $412.3  million— a  214  percent  in- 
crease. 

Fuel  fund  distributions  have  also  increased  on  an  annual  basis.  In  1987,  fuel 
funds  distributed  $31  million  to  more  than  193,000  households  across  the  nation. 
The  average  grant  to  recipients  in  1987  was  $161.  In  1991,  fuel  funds  distributed 
over  $46  million,  while  the  number  of  recipient  households  increased  to  over 
396,000,  a  105  percent  rise.  As  a  result,  the  size  of  the  average  grant  declined  to 
$116. 

The  amount  of  money  raised  by  fuel  funds  in  1991  was  slightly  over  $49  million. 
(The  $3  million  difference  between  funds  raised  and  funds  distributed  occurs  be- 
cause some  of  the  contributions  were  budgeted  for  special  purposes,  as  general  ad- 
ministration or  promotions.)  Individual  contributors  play  a  significant  role  in  the 
dollars  raised  by  fuel  funds.  Almost  $22  million  of  the  money  raised  in  1991  came 
from  individuals.  Nationwide,  about  2.3  million  donors  gave  an  average  of  $9.75 
each  to  support  fuel  funds.  Energy  companies,  primarily  investor-owned  utilities,  ac- 
counted for  nearly  half  of  the  total  amount  raised,  about  $24  million.  The  remainder 
of  the  funds  raised  came  from  state  and  local  governments,  other  corporations  and 
charitable  organizations. 

Who  gets  help  from  fuel  funds?  Most  fuel  funds  serve  families  with  dependent 
children.  When  asked  to  estimate  the  percentage  of  their  clients  who  had  dependent 
children,  71  percent  of  the  funds  reported  that  from  one-half  to  all  of  their  clients 
had  dependent  children.  It  was  reported  by  60  percent  of  the  funds  that  less  than 
one  fifth  of  their  clients  include  senior  citizens.  While  the  reason  for  this  small  per- 
centage is  unclear,  it  could  be  because  the  elderly  are  reluctant  to  approach  fuel 
funds  for  assistance. 

Eleven  percent  of  fuel  funds  are  designed  to  serve  only  the  unemployed;  that  is, 
unemployment  is  a  criterion  of  eligibility.  On  the  other  hand,  39  percent  of  the 
funds  report  that  10  percent  or  less  of  their  clients  are  unemployed.  It  is  believed 
that  this  finding  reflects  the  increasing  size  of  the  working  poor.  Seventeen  percent 
of  fuel  funds  report  that  about  one-third,  or  more,  of  their  caseload  includes  a  per- 
son with  a  disability. 

As  expected,  the  income  distribution  of  recipients  of  fuel  fund  assistance  is  skewed 
heavily  toward  the  low  end.  Eighty-three  percent  of  the  households  served  by  fuel 
funds  have  less  than  $10,000  a  year  in  total  income.  In  fact,  13  percent  make  less 
than  $5,000  a  year. 

While  the  NFFN  appreciates  all  that  has  been  done  in  the  Senate  in  support  of 
LIHEAP  last  year,  we  must  again  ask  for  your  help.  As  the  NFFN  survey  illus- 
trates, all  of  the  monies  raised  and  distributed  by  fuel  funds  since  their  inception, 
over  $412  million,  fall  far  short  of  even  a  single  year's  LIHEAP  appropriation.  Pri- 
vately raised  energy  assistance  dollars  can  only  supplement  LIHEAP  dollars  and 
can  never  take  the  place  of  federal  energy  assistance  funds.  We  look  to  you  to  main- 
tain the  advance  appropriation  for  fiscal  year  1994  at  a  level  no  less  than  $1,437 
billion  and  approve  the  $1.8  billion  proposed  by  President  Clinton  for  the  new 
LIHEAP  program  year  beginning  July  1,  1994. 

We  respectfully,  but  urgently  request  you,  as  you  consider  future  years'  funding, 
to  consider  maintaining  the  level  of  LIHEAP  funding  beyond  fiscal  year  1995  to 
those  levels  included  in  the  President's  budget  proposal,  which  takes  into  account 
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the  proposed  energy  tax.  The  price  of  all  home  heating  fuels  will  increase  if  an  en- 
ergy tax  is  passed  along  the  lines  already  laid  out  by  the  House  Budget  Committee. 
The  failure  to  provide  a  corresponding  increase  in  LIHEAP  appropriations  will  mean 
poor  people  will  fall  even  further  behind.  Your  actions  today  will  greatly  assist  those 
who  daily  struggle  to  protect  themselves  and  their  families  from  the  extremes  of 
weather.  Thank  you  for  your  careful  consideration  of  this  testimony. 

STATEMENT  OF  JAMES  B.  HUBBARD,  THE  AMERICAN  LEGION 

Senator  Gorton.  Our  next  panel  will  consist  of  Mr.  Hubbard, 
Mr.  Gaddy,  Mr.  Morris,  Mrs.  Richardson,  Mr.  Stroufe,  and  Ms.  Ahl, 
and  we  will  start  with  James  Hubbard. 

Mr.  Hubbard.  Thank  you,  Mr.  Chairman.  The  American  Legion 
appreciates  the  opportunity  to  comment  on  the  critical  employment 
and  training  needs  of  the  veterans  community  for  1994. 

The  Legion  continues  to  place  great  emphasis  on  the  employment 
opportunities  for  veterans.  For  75  years  we  have  done  this.  We 
have  worked  closely  with  the  Congress  to  create  employment  pro- 
grams to  convert  highly  trained  soldiers,  sailors,  airmen,  and  ma- 
rines into  productive  participants  in  the  civilian  work  force.  This 
is  particularly  true  now,  due  to  the  reduction  in  size  of  the  armed 
forces. 

The  programs  administered  by  the  Assistant  Secretary  for  Veter- 
ans' Employment  and  Training  form  the  cornerstone  on  which 
meaningful  and  productive  veterans'  employment  opportunities 
rest.  The  Legion  recommends  that  the  total  Assistant  Secretary  for 
Veterans'  employment  budget  for  1994  be  $194  million. 

Adequate  funding  for  the  Employment  and  Training  Administra- 
tion is  critical  to  the  success  of  the  Veterans'  Employment  and 
Training  Service,  and  I  will  let  them  give  you  their  budget  rec- 
ommendations. 

The  disabled  veteran  outreach  program  was  specifically  designed 
to  meet  the  needs  of  those  veterans  experiencing  significant  bar- 
riers to  employment.  We  recommend  this  program  be  funded  at  a 
minimum  of  $88  million  to  meet  the  minimum  requirements  man- 
dated by  the  law. 

The  local  veterans'  employment  representative  also  plays  a  key 
role  in  the  veterans'  employment  picture.  This  individual  handles 
many  of  the  administrative  issues  which  could  impact  on  veterans' 
employment  opportunities.  The  American  Legion  strongly  rec- 
ommends the  LVER  program  receive  as  a  minimum  $81  million. 

In  order  to  administer  these  programs  effectively  Nation-wide, 
the  American  Legion  recommends  the  total  ASVET  receive  a  mini- 
mum of  $22  million  for  administration.  This  includes  money  for 
their  transition  assistance  program  for  active  duty  military  leaving 
the  service. 

NVTI,  the  National  Veterans  Training  Institute,  is  a  unique  fa- 
cility specializing  in  training  employment  security  service  employ- 
ees to  work  more  effectively  with  veterans.  We  recommend  that  be 
funded  in  1994  for  $3  million. 

The  Job  Training  Partnership  Act,  title  IV-C,  historically  re- 
ceived less  than  $10  million  annually.  Due  to  the  tremendous  num- 
ber of  displaced  veterans  anticipated  in  fiscal  year  1994,  we  rec- 
ommend you  increase  this  by  tenfold  to  $100  million.  Those  veter- 
ans that  were  trained  in  ground  combat  skills,  which  are  not  easily 
transferable  to  civilian  occupational  codes,  especially  need  the 
training  opportunities  available  through  JTPA. 
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Mr.  Chairman,  we  would  like  to  make  you  aware  of  an  initiative 
undertaken  by  the  American  Legion  and  the  Laborers'  Inter- 
national Union  of  North  America.  Briefly,  the  laborers'  union  has 
a  need  for  top  quality  people  to  place  in  jobs  with  contractors  who 
will  rebuild  our  national  infrastructure  and  clean  up  the  environ- 
ment. The  union  also  operates  a  network  of  training  facilities  to 
train  workers  in  the  skills  necessary  to  accomplish  these  tasks. 

The  American  Legion  has  a  network  of  16,000  local  legion  posts 
with  members  who  have  a  vital  interest  in  putting  veterans  to 
work,  especially  those  who  leave  the  Armed  Forces  under  current 
downsizing.  The  legion  and  the  laborers'  union  identified,  trained, 
and  placed  in  construction  jobs  more  than  20  people  recently  sepa- 
rated from  the  Armed  Forces  or  members  of  the  District  of  Colum- 
bia National  Guard. 

We  operated  this  program  as  a  pilot  to  test  the  concept.  Mr. 
Chairman,  I  am  pleased  and  proud  to  tell  you  it  works.  Some  of 
these  people  started  jobs  paying  $13  per  hour  after  completing  an 
18-hour  course  in  basic  construction  skills.  Others  were  referred  for 
additional  training. 

PREPARED  STATEMENT 

Our  immediate  challenge  is  to  continue  the  pilot  outside  the 
Washington  area,  hopefully  using  JTPA  money.  Expansion  of  the 
program  to  incorporate  all  the  73  training  facilities  and  more 
American  Legion  posts  near  those  facilities  will  require  an  addi- 
tional grant  from  some  agency.  The  ultimate  goal  is  to  train  a  na- 
tional corps  of  workers  who  are  properly  trained  to  do  environ- 
mental cleanup,  to  include  lead,  asbestos,  toxic  and  nuclear  wastes. 
We  can  do  this  with  proper  funding  for  the  agencies  and  with  prop- 
er grant  funding  of  title  IV-C  of  JTPA. 

Mr.  Chairman,  thank  you  for  the  opportunity  to  be  here  this 
morning. 

Senator  GORTON.  Mr.  Hubbard,  I  thank  you  for  that  important 
testimony. 

[The  statement  follows:] 

Statement  of  James  Hubbard 

The  America  Legion  appreciates  the  opportunity  to  comment  on  the  critical  em- 
ployment and  training  needs  of  the  veteran  community  in  fiscal  year  1994.  As  this 
subcommittee  begins  the  difficult  task  of  building  the  fiscal  year  1994  budget,  hun- 
dreds of  thousands  of  veterans  face  difficult  employment  challenges  as  well.  The  an- 
ticipated draw-down  in  defense  spending  equates  to  an  increased  number  of  involun- 
tary separations  of  active  duty  military  personnel,  additional  military  installations 
to  be  closed  and  a  predicted  decline  in  jobs  held  by  veterans  in  the  defense  industry. 
Compiled  government  estimates  indicate  that  over  one  million  veterans  will  become 
job  hunters  over  the  next  two  years  as  a  direct  result  of  base  closings,  active  duty 
manpower  cuts  and  termination  of  numerous  defense  projects. 

The  American  Legion  continues  to  place  great  emphasis  on  the  employment  op- 
portunities for  military  veterans.  For  nearly  75  years,  the  Legion  has  worked  closely 
with  Congress  to  create  employment  programs  to  convert  highly  trained  soldiers, 
sailors,  airmen,  and  Marines  into  productive  participats  in  the  civilian  work  force. 

The  Department  of  Labor  (DOL)  plays  a  vital  role  in  this  transition  process.  Its 
expertise  in  employment  counseling,  vocational  training  and  job  placement  have 
proven  to  be  an  asset  to  unemployed  and  under  employed  veterans.  The  programs 
administered  by  the  Assistant  Secretary  for  Veterans'  Employment  and  Training 
(ASVET)  continue  to  form  the  cornerstone  upon  which  meaningful  and  productive 
veterans'  employment  opportunities  rest.  The  American  Legion  recommends  that 
the  total  ASVET  appropriation  for  fiscal  year  1994  be  $194  million. 
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The  Disabled  Veterans  Outreach  Program  (DVOP)  was  specifically  designed  to 
meet  the  employment  needs  of  those  veterans  experiencing  significant  barriers  to 
employment.  Over  the  past  decade,  Congress  has  failed  to  provide  full  funding  to 
meet  the  minimum  manpower  levels  established  by  Title  38  of  the  United  States 
Code.  That  manpower  formula  is  based  on  a  state's  veteran  population  that  is  des- 
ignated to  be  specifically  served  by  DVOPs.  The  DVOP  shortage  was  so  noticeable, 
in  fact,  the  ASVET  has  to  "contract  out"  services  that  were  normally  performed  by 
DVOPs  to  support  the  Transition  Assistance  Program.  The  American  Legion  strong- 
ly recommends  that  the  DVOP  program  receive,  as  a  minimum,  $88  million  to  meet 
the  minimal  requirements  mandated  by  law. 

The  Local  Veterans  Employment  Representative  (LVER)  also  plays  a  key  role  in 
the  veterans'  employment  picture.  The  LVER  handles  many  of  the  administrative 
issues  which  could  impact  on  veterans'  employment  opportunities.  Issues  of  job  dis- 
crimination, violations  of  federal  hiring  requirements,  veterans'  re-employment,  or 
veterans'  preference;  case  management  and  other  complaints  filed  with  the  employ- 
ment security  service  are  handled  by  the  LVER.  Congress  federally  mandated  a 
minimum  of  1,600  LVERs  nationwide,  but  has  failed  repeatedly  to  provide  funding 
at  that  level.  The  American  Legion  strongly  recommends  that  the  LVER  program 
receive,  as  a  minimum,  $81  million. 

In  order  to  administer  these  programs  effectively  nationwide,  The  American  Le- 
gion recommends  the  ASVET  receive  a  minimum  of  $22  million. 

The  National  Veterans  Training  Institute  (NVTI)  is  a  unique  facility  that  special- 
izes in  training  employment  security  service  employees  to  work  more  effectively 
with  veterans.  NVTI  is  the  only  facility  in  the  country  that  provides  DVOPs  and 
LVERs  with  standardized  training  geared  to  the  performance  standards  outlined  in 
Title  38,  U.S.  Code.The  quality  of  service  provided  to  the  veteran  community  by 
DVOPs  and  LVERs  has  greatly  improved  since  the  establishment  of  NVTI.  The 
American  Legion  recommends  that  NVTI's  fiscal  year  1994  contract  be  funded  at 
$3  million. 

The  Transition  Assistance  Program  (TAP)  conducted  by  the  Department  of  De- 
fense, DOL  and  the  Department  of  Veterans  Affairs  continues  to  provide  excellent 
service  to  the  thousands  of  military  members  leaving  the  active  duty  ranks  monthly. 
This  program  is  designed  to  prepare  these  "instant  veterans"  for  the  civilian  job 
market.  Many  of  these  veterans  entered  the  military  right  out  of  high  school  and 
have  never  searched  for  civilian  employment  before.  The  American  Legion  com- 
mends the  role  of  DVOPs  and  LVERs  in  the  successes  of  TAP. 

The  Job  Training  Partnership  Act  ( JTPA),  Title  rV-c  historically  receives  less  than 
$10  million  annually.  Due  to  the  tremendous  number  of  displaced  veterans  antici- 
pated in  fiscal  year  1994,  The  American  Legion  recommends  that  this  account  re- 
ceive $100  million.  Recently  separated  veterans,  forced  from  the  active  duty  rolls 
due  to  budgetary  reduction  rather  than  job  performance,  should  be  entitled  to  voca- 
tional retraining  or  recertification.  Many  military  members  perform  duties  in  the 
service  that  are  not  recognized  by  labor  unions  or  licensing  agencies.  Therefore, 
money  should  be  made  available  to  these  veterans  to  facilitate  their  transition. 
Those  veterans  who  were  trained  in  ground  combat  skills,  which  are  not  easily 
transferable  to  the  civilian  occupational  codes,  especially  need  the  retraining  oppor- 
tunities available  through  JTPA. 

Mr.  Chairman,  we  would  like  to  make  you  aware  of  an  initiative  undertaken  by 
The  American  Legion  and  the  Laborers  International  Union  of  North  America. 
Briefly,  the  LIU  has  a  need  for  top  quality  people  to  place  in  jobs  with  the  contrac- 
tors who  will  rebuild  our  national  infrastructure  and  clean  up  the  environment.  The 
union  also  operates  a  network  of  training  facilities  to  train  workers  in  the  skills  nec- 
essary to  accomplish  these  tasks.  The  American  Legion  has  a  network  of  16,000 
local  Legion  Posts  with  members  who  have  a  vital  interest  in  putting  veterans  to 
work,  especially  those  who  leave  the  armed  forces  under  the  current  downsizing  pro- 
gram. 

The  American  Legion  and  the  Laborers  International  Union  identified,  trained 
and  placed  in  constructions  jobs  more  than  twenty  people  recently  separated  from 
the  armed  forces,  or  members  of  the  District  of  Columbia  National  Ouard.  We  oper- 
ated this  program  as  a  pilot  to  test  the  concept.  Mr.  Chairman,  I  am  pleased  and 
proud  to  tell  you  it  works.  Some  of  these  people  started  jobs  paying  $13.00  per  hour 
after  completing  an  eighty  hour  course  in  basic  construction  skills.  Others  were  re- 
ferred for  additional  training  and  are  now  at  work.  These  jobs  are  located  as  far 
away  as  Baltimore  and  Norfolk,  Virginia  though  most  are  in  the  metropolitan  Wash- 
ington area.  The  cost  of  this  training  is  approximately  $1,400  per  applicant,  an 
amount  which  we  feel  is  extremely  cost  effective. 

Our  immediate  challenge  is  to  continue  the  pilot  outside  the  Washington  area.  Ex- 
pansion of  the  program  to  incorporate  all  of  the  seventy  three  training  facilities  and 
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more  American  Legion  Posts  near  the  training  facilities  will  require  an  additional 
grant  from  some  agency.  I  would  be  very  interested  in  working  with  this  Sub- 
committee in  identifying  potential  sources  of  funding  for  such  a  grant. 

Thank  you  again  Mr.  Chairman  for  offering  this  opportunity.  This  concludes  The 
American  Legion's  statement. 

STATEMENT  OF  WILLIAM  D.  GADDY,  INTERSTATE  CONFERENCE  OF 
EMPLOYMENT  SECURITY  AGENCIES 

Senator  Gorton.  Mr.  Gaddy. 

Mr.  Gaddy.  Thank  you,  Mr.  Chairman.  I  am  Bill  Gaddy.  I  am 
director  of  Arkansas'  Employment  Security  Department,  and  I  am 
here  today  as  president  of  the  Interstate  Conference  of  Employ- 
ment Security  Agencies,  better  known  as  ICESA.  ICESA  is  the  na- 
tional organization  of  State  officials  who  administer  the  State's 
public  employment  service,  unemployment  insurance  laws,  labor 
market  information  programs,  and  in  36  States,  job  training  pro- 
gram. We  have  submitted  written  testimony  on  all  four  of  these 
program  areas. 

Senator  Gorton.  And  that  is  included  in  the  record. 

Mr.  Gaddy.  I  will  just  talk  about  the  three  that  are  administered 
by  all  four  of  our  States.  Let  me  start  with  the  employment  service. 
Putting  people  back  to  work  caps  the  domestic  agenda.  For  some 
Americans,  that  means  matching  their  skills  with  available  jobs, 
and  this  will  require  access  to  job  skills  assessment,  training,  coun- 
seling, and  other  specialized  employment  services. 

For  60  years,  the  employment  service  has  been  central  to  these 
labor  exchange  activities.  However,  in  real  terms,  staff  levels,  pur- 
chasing power,  the  funding  for  the  system  of  public  employment  of- 
fices has  been  cut  in  half  since  1982. 

In  1980,  the  ration  of  employment  service  staff  to  the  civilian 
labor  force  was  about  one  staffer  to  each  3,600  American  workers. 
Today,  it  is  one  employment  service  staffer  to  each  7,500  American 
workers. 

Since  amendments  to  the  Wagner-Peyser  Act  in  1982,  States 
have  been  given  much  less  money  but  a  great  deal  of  flexibility  on 
how  these  employment  services  are  to  be  provided  in  each  State, 
and  States  have  been  moving  to  integrate  services,  to  become  more 
customer-oriented,  and  to  provide  one-stop  shopping  access  to  em- 
ployment and  training  programs. 

I  might  add  in  Washington  State,  Mr.  Chairman,  the  employ- 
ment service  is  now  the  centerpiece  of  your  State's  work  force  de- 
velopment network.  The  administration  will  soon  be  proposing  a 
one-stop  career  shop  approach  to  the  delivery  of  work  force  develop- 
ment programs.  The  States  believe  that  the  employment  service 
should  be  the  entry  point,  in  other  words,  the  gateway  to  employ- 
ment training  and  other  work  force  development  services. 

The  States  through  ICESA  ask  you  to  provide  $150  million  for 
State  employment  service  operations  to  support  the  President's 
one-shop  initiative.  This  $150  million  would  be  in  addition  to  the 
basic  appropriation  for  the  employment  service  operations  for  a 
total  of  $1,083  million. 

ICESA  also  asks  for  the  reinstatement  of  employment  service  au- 
tomation funds  at  $25  million  for  fiscal  year  1994.  Our  written 
statements  includes  funding  targets  for  our  very  important  veter- 
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ans'  employment  programs  and  for  the  Job  Training  Partnership 
Act  programs. 

The  second  major  program  I  wish  to  cover  here  and  focus  on,  Mr. 
Chairman,  is  the  unemployment  insurance  program.  We  are  very 
grateful  to  you  and  the  other  subcommittee  members  for  the  sup- 
port that  you  have  given  the  unemployment  insurance  system  dur- 
ing the  recession. 

Without  the  availability  of  additional  administrative  funds 
through  the  contingency  reserve,  there  would  not  have  been  suffi- 
cient funding  to  avoid  massive  back-ups  in  claims  processing  and 
delays  in  getting  the  benefits  out  to  the  eligible  workers. 

ICESA  believes  that  the  base  level  funding  for  the  Unemploy- 
ment Insurance  Program  should  be  stable  over  the  business  cycle 
and  should  be  set  at  $2.2  million  average  weeks  of  insured  unem- 
ployment, AWIU,  which  is  approximately  the  AWIU  level  of  the 
two  unemployment  years,  the  two  lowest  unemployment  years 
since  1975. 

The  estimated  cost  of  the  $2.2  million  AWIU  base  level  is  $1.8 
billion  for  State  operations  and  $365  million  for  integrity  oper- 
ations. The  balance  of  the  fiscal  year  1994  claims  workload  should 
be  funded  at  $28  million  per  $100,000  AWIU  above  the  base  level. 
In  addition,  we  support  maintaining  automation  grants  at  $20  mil- 
lion per  year. 

Can  I  quickly  mention  the  third  program,  labor  market  informa- 
tion? 

Senator  Gorton.  Very  quickly. 

PREPARED  STATEMENT 

Mr.  Gaddy.  We  support  $75.7  million  for  the  States  to  partici- 
pate in  the  Federal-State  cooperative  programs  and  $5  million  for 
State  and  local  labor  market  informations,  but  we  would  request 
the  subcommittee  to  consider  a  thorough  review  of  the  Nation's 
labor  market  information  needs  in  the  not-too-distant  future. 

Thank  you  for  this  opportunity,  sir. 

Senator  GORTON.  Thank  you  very,  very  much. 

[The  statement  follows:] 

Statement  of  William  D.  Gaddy 

Mr.  Chairman,  members  of  the  Subcommittee,  my  name  is  Bill  Gaddy.  I  am  Ar- 
kansas' Director  of  Employment  Security,  and  am  here  today  as  president  of  the 
Interstate  Conference  of  Employment  Security  Agencies  (ICESA).  ICESA  is  the  na- 
tional organization  of  state  officials  who  administer  the  nation's  public  Employment 
Service,  unemployment  insurance  laws,  labor  market  information  programs,  and,  in 
many  cases,  job  training  programs. 

THE  EMPLOYMENT  SERVICE 

First,  Mr.  Chairman,  I  want  to  address  the  critical  role  of  the  public  Employment 
Service,  or  Job  Service  as  it  is  called  in  many  states,  in  efforts  to  address  the  na- 
tion's workforce  challenges.  Putting  people  back  to  work  tops  the  domestic  agenda. 
For  some  Americans  that  means  matching  their  skills  with  available  jobs.  Others 
will  require  access  to  job  skills  assessment,  training,  counseling,  and  other  employ- 
ment services.  For  60  years,  the  Employment  Service  has  been  central  to  these  labor 
exchange  activities. 

While  the  needs  of  American  workers  and  employers  for  these  services  have  con- 
tinued to  grow,  the  resources  to  support  the  Employment  Service  have  diminished. 
In  real  terms — staff  levels  and  purchasing  power — funding  for  the  system  of  public 
employment  offices  has  been  cut  in  half  since  1982.  In  1980,  the  ratio  of  Employ- 
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ment  Service  staff  to  the  civilian  labor  force  was  about  1:3,600;  today  it  is  about 
1:7,500. 

An  important  component  of  the  President's  proposed  fiscal  year  1994  budget 
makes  funds  available  to  identify,  through  computer  based  profiling,  those  unem- 
ployed workers  who  are  not  likely  to  return  to  their  previous  jobs  or  occupations. 
The  intent  is  to  provide  these  unemployed  workers  with  reemployment  assistance 
as  quickly  as  possible.  However,  due  to  Employment  Service  staff  cuts,  many  offices 
no  longer  have  any  staff  to  do  skills  assessment  or  counseling,  the  type  of  services 
that  dislocated  workers  are  most  likely  to  need.  Research  has  shown  that  early 
intervention  is  the  key  to  success  in  helping  dislocated  workers  adjust  to  a  changing 
economy.  But  identifying  dislocated  workers  is  only  the  first  step  and  one  that  could 
raise  expectations  that  cannot  be  fulfilled  by  a  resource-starved  Employment  Serv- 
ice. 

Since  amendments  to  Wagner-Peyser  in  1982,  states  have  been  given  much  less 
money  but  a  great  deal  of  flexibility  in  how  employment  services  are  provided. 
States  have  been  moving  to  integrate  services,  to  become  more  customer-oriented, 
and  to  provide  "one-stop-shopping^'  access  to  employment  and  training  programs.  In 
many  states,  the  Employment  Service  office  has  become  a  "community  service  cen- 
ter" or  "workforce  development  center"  where  the  customers  can  get  information 
about  and  access  to  a  wide  array  of  workforce  development  programs — and  some- 
times other  labor  and  social  welfare  services.  The  states  believe  that  the  Employ- 
ment Service  should  be  the  entry  point — the  gateway — to  a  variety  of  employment, 
training,  and  other  workforce  development  services. 

The  Administration  is  calling  for  a  one  stop  career  shop  approach  to  the  delivery 
of  workforce  development  programs.  The  states,  through  ICESA,  ask  you  to  provide 
$150  million  for  state  Employment  Service  operations  to  support  the  President's 
one-stop  shopping  initiative.  This  $150  million  would  be  in  addition  to  the  basic  ap- 
propriation for  Employment  Service  operations,  for  a  total  of  $1,083  billion. 

The  key  to  an  efficient  workforce  development  system  in  this  country  is  utilization 
of  the  most  advanced  information  technology  available.  In  recent  years,  this  sub- 
committee has  led  the  way  in  providing  resources  to  begin  investing  in  such  tech- 
nology. However,  in  last  year's  deliberations  the  Congress  chose  to  defer  automation 
funding  in  fiscal  year  1993,  since  it  had  forward-funded  the  previous  year's  automa- 
tion appropriation.  Reinstatement  of  automation  funds  in  fiscal  year  1994  would 
allow  the  states  to  maintain  continuity  of  automation  efforts  already  begun.  ICESA 
is  requesting  $25  million  for  Employment  Service  automation  funding. 

Meeting  the  workforce  challenges  of  today  and  tomorrow  requires  us  to  recognize 
the  impact  of  the  planned  military  downsizing.  The  Department  of  Defense  esti- 
mates that  330,000  military  personnel  will  be  separating  annually  from  the  Armed 
Services.  These  men  and  women  will  be  moving  into  the  civilian  workforce,  and  it 
will  be  the  job  of  the  Employment  Service  to  help  many  of  them.  We  must  ensure 
adequate  funding  of  the  key  veterans  employment  programs.  ICESA  is  requesting 
$85.6  million  for  the  Local  Veterans  Employment  Representative  program  and  $92.4 
million  for  the  Disabled  Veterans'  Outreach  Program.  These  specialized  veterans 
employment  representatives  working  in  the  Employment  Service  offices  nationwide 
will  help  ensure  our  nation  does  not  abandon  the  fine  men  and  women  separating 
from  the  military. 

Nearly  two-thirds  of  the  state  employment  security  agencies  now  administer  one 
or  more  Job  Training  Partnership  Act  (JTPA)  programs.  ICESA  believes  that  the 
nation's  commitment  to  job  training  must  be  preserved  and  strengthened.  The  states 
recommend  the  following  funding  levels  for  fiscal  year  1994:  $865.2  million  for  Title 
11(a),  the  Adult  Job  Training  Grants;  $1,057  billion  for  Title  1Kb),  the  Youth  Job 
Training  Grants;  $802.6  million  for  Title  11(c)  Summer  Youth  Grants;  and,  given  the 
growing  number  of  major  corporate  downsizing  initiatives,  $755.3  million  for  Title 
III,  Dislocated  Worker  Grants. 

UNEMPLOYMENT  INSURANCE 

Mr.  Chairman,  my  colleagues  around  the  country  and  I  are  grateful  for  the  sup- 
port that  you  and  this  committee  have  given  to  the  unemployment  insurance  system 
during  the  recession.  Without  the  availability  of  additional  administrative  funds 
through  the  contingency  reserve,  there  would  have  been  massive  back-ups  in  claims 
processing  and  delays  in  getting  benefits  to  eligible  workers. 

There  are  encouraging  signs  that  our  economy  is  improving,  although  claims  for 
unemployment  benefits  remain  high.  During  periods  of  low  unemployment  in  the 
1980's,  the  level  of  funding  for  unemployment  insurance  dropped  to  such  low  levels 
that  it  was  difficult  for  the  system  to  gear  up  when  the  recent  recession  began.  As 
unemployment  drops  in  the  coming  fiscal  years,  it  is  very  important  that  a  level  of 
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funding  remain  available  in  each  state  which  will  maintain  the  basic  infrastructure 
of  offices,  equipment,  and  trained  staff  to  support  higher  workloads  when  the  busi- 
ness cycle  again  turns  down. 

In  fiscal  year  1993,  the  Administration  requested  an  increase  in  the  base  level  to 
2.0  million  average  weekly  insured  unemployment  (AWIU).  The  final  appropriation 
maintained  the  2.0  million  AWIU  workload  level  but  cut  base  funding  by  about  $50 
million.  ICESA  believes  that  the  base  level  should  be  stable  over  the  business  cycle 
and  should  be  set  at  2.2  million  AWIU,  approximately  the  AWIU  level  in  the  two 
low  unemployment  years  (1979  and  1988)  since  1975.  The  estimated  cost  of  the  2.2 
million  AWIU  base  level  is  $1.8  billion  for  state  operations  and  $365  million  for  in- 
tegrity activities.  The  balance  of  the  fiscal  year  1994  claims  workload  should  be 
funded  at  $28  million  per  100,000  AWIU  above  the  base  level.  This  is  about  the 
same  as  the  current  contingency  pricing  factor  plus  inflation.  In  addition,  we  sup- 
port maintaining  automation  grants  at  $20  million  per  year.  This  steady  investment 
in  automation  has  mitigated  the  difficulties  inherent  in  adjusting  quickly  to  higher 
levels  of  unemployment  and  claims. 

In  recent  years,  states  have  been  moving  to  link  the  unemployment  insurance  sys- 
tem more  closely  with  reemployment  services  and  other  programs.  These  efforts 
have  been  hampered  by  federal  financial  management  requirements  related  to  the 
use  of  appropriated  funds.  Cost  sharing  is  required  even  if  there  is  no  additional 
cost.  For  example,  no  material  unrelated  to  unemployment  insurance  can  be  mailed 
with  UI  checks  even  if  there  is  no  additional  postage  cost.  We  would  like  to  work 
with  your  staff  and  the  Administration  to  explore  ways  to  modify  the  allowable  use 
of  appropriated  funds  to  improve  the  quality  of  services  to  employers  and  job  seek- 
ers. 

LABOR  MARKET  INFORMATION 

In  this  time  of  economic  change  and  tight  resources,  labor  market  information  is 
especially  important  to  analyze  the  nation's  problems  and  identify  economic  oppor- 
tunities. Labor  market  information  and  other  economic  data  are  necessary  for  the 
equitable  and  efficient  allocation  of  resources  to  implement  solutions.  Billions  of  dol- 
lars can  be  misallocated  if  the  supporting  information  is  inadequate. 

We  strongly  support  new  initiatives  such  as  the  Administration's  proposal  for  one 
stop  career  shopping.  We  also  encourage  development  of  the  information  necessary 
to  enable  such  new  initiatives  to  be  successful. 

Most  of  the  nation's  labor  market  information  is  produced  by  state  employment 
security  agencies  in  cooperation  with  the  Bureau  of  Labor  Statistics  (BLS)  and  other 
federal  agencies.  More  than  ever,  the  nation  needs  a  world  class  information  system 
that  describes  and  projects  labor  market  characteristics  at  national,  state,  and  local 
area  levels.  Although  labor  market  information  is  used  universally,  its  funding  is 
piecemeal  and  inadequate.  Frequently  legislation  requires  state  and  area  level  infor- 
mation but  provides  few  if  any  funds  to  collect  and  analyze  such  data.  For  example, 
the  Employment  and  Training  Administration  (ETA)  has  not  defined  an  information 
policy  consistent  with  the  legislative  requirements  of  the  Job  Training  Partnership 
Act  (JTPA).  State  agencies  must  constantly  seek  funding  for  specific  information 
products  from  other  agencies,  which  results  in  a  lack  of  consistency  and  comprehen- 
siveness. 

ICESA  urges  you  to  commission  a  thorough  review  of  the  nation's  labor  market 
information  needs  and  products,  and  is  willing  to  participate  in  such  an  effort. 

Pending  completion  of  this  review,  ICESA  recommends  the  following  funding  lev- 
els for  fiscal  year  1994  to  restore  LMI  funds  to  at  least  1986  levels:  $75.7  million 
to  be  allocated  to  state  employment  security  agencies  through  the  Bureau  of  Labor 
Statistics  for  federal/state  cooperative  programs.  The  key  federal/state  cooperative 
programs  which  describe  the  dynamics  of  the  nation's  labor  markets  are:  Current 
Employment  Statistics;  Covered  Employment  &  Wages,  Occupational  Employment 
Statistics;  Local  Area  Unemployment  Statistics;  and,  Mass  Layoff  Statistics.  $5  mil- 
lion for  state  and  local  labor  market  information  in  JTPA  grants  (up  from  $2.9  mil- 
lion in  fiscal  year  1993,  but  still  well  below  the  expected  need).  This  is  the  primary 
federal  funding  source  for  production  of  substate  economic  data  and  the  analysis  of 
state  and  local  information. 

In  summary,  state  employment  security  agencies  are  funded  by  federal  agencies 
to  produce  much  of  the  nation's  labor  market  information.  Funding  is  inadequate 
and  products  are  inconsistent.  ICESA  urges  you  to  direct  the  Department  of  Labor 
to  conduct  a  thorough  review  of  labor  market  information  needs  and  products  in  co- 
operation with  state  employment  security  agency  representatives  and  appropriate 
data  users. 
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CONCLUSION 


On  behalf  of  my  colleague  administrators  of  employment  security  programs  in  the 
50  states,  the  District  of  Columbia,  Puerto  Rico  and  the  Virgin  Islands,  I  thank  you 
for  this  opportunity  to  present  our  testimony  on  funding  needs  for  fiscal  year  1994. 
We  understand  the  difficult  decisions  that  lie  ahead  ofyou  and  your  colleagues  in 
the  Congress.  Our  investments  today  should  be  focused  on  those  programs  and  ini- 
tiatives that  will  continue  our  nation's  economic  recovery  and  ensure  Americans  are 
put  back  to  work.  Our  employment  security  programs  are  designed  to  accomplish 
that. 

STATEMENT  OF  RICHARD  MORRIS,  NATIONAL  JOB  CORPS  COALITION 

Senator  GORTON.  Mr.  Richard  Morris. 

Mr.  Morris.  Senator  Gorton,  I  want  to  thank  you  for  the  oppor- 
tunity to  appear  before  you  today  to  represent  the  National  Job 
Corps  Coalition  of  business,  labor,  volunteer  and  national  advocacy 
organizations  committed  to  Job  Corps.  I  also  represent  community 
leaders  across  the  country  that  would  like  to  bring  Job  Corps  cen- 
ters to  their  disadvantaged  youth,  and  perhaps  most  importantly, 
I  am  also  here  on  behalf  of  Job  Corps  students  and  graduates  ev- 
erywhere. 

My  name  is  Richard  Morris,  and  I  am  a  Job  Corps  graduate.  I 
work  for  electronic  data  systems  as  a  supervisor  on  a  Government 
contract  and  am  the  father  of  a  9-year-old  son,  Remington. 

I  feel  like  I  have  come  full  circle.  It  has  been  over  25  years  since 
the  last  time  I  had  the  honor  of  appearing  before  U.S.  Senators.  In 
1967,  a  Senator  came  to  our  Job  Corps  center  to  hold  a  subcommit- 
tee hearing  on  Job  Corps.  It  was  right  before  I  graduated  from  the 
Rodman  Job  Corps  Center  in  New  Bedford,  MA,  with  a  skill  in 
data  processing. 

I  had  the  honor  to  serve  as  host  representing  the  student  body 
and  ask  questions  of  the  Senator  from  Massachusetts  on  behalf  of 
the  audience.  It  gives  me  great  pleasure  to  see  that  Job  Corps  and 
Senator  Ted  Kennedy  are  both  as  successful  and  effective  as  they 
have  ever  been. 

Senator,  when  this  subcommittee  called  for  a  long-term  expan- 
sion of  Job  Corps  in  the  fall  of  1990,  it  set  off  a  chain  of  events 
that  has  now  resulted  in  the  President  of  the  United  States  em- 
bracing something  called  the  Job  Corps  50-50  plan.  As  you  know 
by  now,  the  50-50  plan  would  maintain  and  strengthen  current  Job 
Corps  services  while  incrementally  opening  50  new  centers  to  serve 
50  percent  more  youth  than  currently  served  in  Job  Corps. 

This  year's  Job  Corps  budget  request  is  very  simple.  We  ask  that 
you  adopt  President  Clinton's  fiscal  year  1994  budget  recommenda- 
tion of  $1,153  billion  for  Job  Corps.  This  amount  would  provide  an 
increase  just  below  inflation  for  current  operations,  begin  to  ad- 
dress the  nearly  $0.5  billion  backlog  in  center  repairs,  and  continue 
the  Job  Corps  expansion  that  Congress  began  last  year  as  part  of 
the  50-50  plan. 

Presently,  Job  Corps  operations  provide  24-hour  comprehensive 
service  for  41,400  training  slots.  That  translates  into  approximately 
65,000  youth  that  will  receive  room,  board,  24-hour  supervision, 
counseling,  education,  training,  medical  services,  and  job  placement 
next  year,  all  for  only  $55  a  day,  less  than  the  cost  of  one  trip  to 
a  doctor's  office. 

Senator,  no  other  program  that  we  are  aware  of  can  provide  so 
much  for  so  little.  Job  Corps  is  perhaps  the  most  comprehensive 
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program  we  have  today  for  young  people.  Our  budget  request 
would  also  address  the  ever-growing  need  to  repair  existing  cen- 
ters. 

There  is  currently  a  backlog  of  $0.5  billion  of  necessary  center  re- 
pairs in  Job  Corps.  Many  of  the  108  Job  Corps  centers  are  facilities 
that  were  old  when  I  was  in  the  Job  Corps.  The  Atterbury  Job 
Corps  Center  that  I  attended  in  1966  is  still  the  only  center  in  In- 
diana. 

Finally,  we  ask  you  to  continue  the  expansion  that  you  have 
begun  in  Job  Corps.  Last  year,  this  subcommittee  was  responsible 
for  authorizing  first  and  second-year  funding  for  four  new  Job 
Corps  centers.  We  ask  that  you  continue  that  process. 

There  is  more  good  news  for  Job  Corps.  The  administration  has 
adopted  the  Job  Corps  50-50  plan  as  a  priority  in  the  President's 
1994  budget.  For  the  first  time  in  many  years,  Congress  and  the 
administration  are  in  agreement  that  Job  Corps  should  be  enriched 
and  expanded. 

We  recognize  that  you  must  operate  within  severe  budgetary  con- 
straints, but  we  strongly  encourage  you  to  make  the  President's  re- 
quest to  expand  Job  Corps  a  priority  in  1994.  The  amount  re- 
quested for  Job  Corps  expansion  is  small  when  you  consider  the 
payoff  the  Job  Corps  provides  over  a  lifetime  like  mine. 

Senator,  Job  Corps  is  arguably  the  Department  of  Labor's  most 
effective  program,  with  its  $1.46  return  on  every  dollar  invested,  its 
76  percent  graduation  placement  rate,  and  its  incredible  fiscal  in- 
tegrity. 

Finally,  Senator,  there  is  no  way  to  lose  by  providing  full  funding 
for  the  50-50  plan.  Job  Corps  is  one  of  the  few  programs  that  re- 
ceives wide  bipartisan  support  in  Congress  and  support  from  the 
administration.  We  win,  the  communities  that  have  Job  Corps  cen- 
ters win,  and  the  students  enrolled  in  Job  Corps  win. 

PREPARED  STATEMENT 

There  are  thousands  of  people  just  like  me  across  the  country 
that  owe  their  lives  to  Job  Corps.  I  tell  people  that  Job  Corps 
served  as  a  gateway  to  a  host  of  opportunities  I  never  would  have 
had.  It  is  up  to  our  generation  to  ensure  that  the  young  people  who 
will  come  after  us  are  able  to  have  the  same  opportunities. 

I  thank  you  as  Job  Corps  graduate,  I  thank  you  as  one  who  sup- 
ports Job  Corps,  and  I  thank  you  on  behalf  of  Job  Corps  students 
across  the  country. 

[The  statement  follows:] 

Statement  of  Richard  Morris 

Mr.  Chairman,  Members  of  the  subcommittee,  I  want  to  thank  you  for  the  oppor- 
tunity to  appear  before  you  today  and  represent  the  National  Job  Corps  Coalition 
of  business,  labor,  volunteer,  and  national  children's  advocacy  organizations  commit- 
ted to  Job  Corps.  I  also  represent  community  leaders  across  the  country  that  would 
like  to  bring  Job  Corps  centers  to  their  disadvantaged  youths.  And  perhaps  most 
importantly,  I  also  am  here  on  behalf  of  Job  Corps  students  and  graduates  every- 
where. 

My  name  is  Richard  Morris — and  I  am  a  Job  Corps  graduate.  I  work  for  Elec- 
tronic Data  Systems,  Inc.  as  a  Supervisor  on  a  government  contract  and  am  the  fa- 
ther of  a  9-year-old  son,  Remington. 

I  feel  like  I  have  come  full  circle.  It's  been  over  25  years  since  the  last  time  I  had 
the  honor  of  appearing  before  U.S.  Senators.  In  1967,  a  Senator  came  to  our  Job 
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Corps  center  to  hold  a  subcommittee  hearing  on  Job  Corps.  It  was  right  before  I 
graduated  from  the  Rodman  Job  Corps  Center  in  New  Bedford,  Massachusetts  with 
a  skill  in  Data  Processing.  I  had  the  honor  to  serve  as  host  representing  the  student 
body,  and  ask  questions  of  the  Senator  from  Massachusetts  on  behalf  of  the  audi- 
ence. It  gives  me  great  pleasure  to  see  that  Job  Corps  and  Senator  Ted  Kennedy 
are  both  as  successful  and  as  effective  as  they  have  ever  been! 

Mr.  Chairman,  when  I  was  15  years  old,  I  was  kicked  out  of  high  school.  I  soon 
realized  that  if  I  was  going  to  make  it  in  the  world,  I  would  need  to  have  some  type 
of  education  and  job  training.  I  found  Job  Corps — and  it  changed  my  life. 

Job  Corps  gave  me  a  skill  that  I  could  not  have  learned  any  other  way.  My  train- 
ing in  Data  Processing  triggered  everything  else  that  has  happened  to  me  since.  I 
ended  up  attending  Boston  University  and  majored  in  Urban  Affairs  because  of  Job 
Corps.  I  testify  before  you  today  as  an  example  of  what  Job  Corps  can  mean  in  a 
young  person's  life. 

Mr.  Chairman,  when  this  subcommittee  called  for  a  long-term  expansion  of  Job 
Corps  in  the  Fall  of  1990,  it  set  off  a  chain  of  events  that  has  now  resulted  in  the 
President  of  the  United  States  embracing  something  called  the  Job  Corps  50-50 
Plan.  As  you  know  by  now,  the  50-50  Plan  would  maintain  and  strengthen  current 
Job  Corps  services,  while  incrementally  opening  50  new  centers  to  serve  50  percent 
more  youth  than  are  currently  served  in  Job  Corps. 

The  need  for  Job  Corps  is  very  real.  The  numbers  of  youth  born  into  poverty  are 
increasing  every  day — not  diminishing.  Disadvantaged  youths  are  three  times  more 
likely  to  become  dropouts.  At  the  same  time,  technology's  advances  require  having 
a  skill  to  make  it  in  the  workforce.  These  factors  point  out  a  growing  crisis  for  which 
Job  Corps  is  a  proven  solution. 

This  year's  Job  Corps  Budget  Request  is  very  simple.  We  ask  that  you  adopt 
President  Clinton's  fiscal  year  1994  Budget  recommendation  of  $1,153  billion  for  Job 
Corps.  This  amount  would  provide  an  increase  just  below  inflation  for  current  oper- 
ations, begin  to  address  the  nearly  half  billion  dollar  backlog  in  center  repairs,  and 
continue  the  Job  Corps  expansion  that  Congress  began  last  year  as  part  of  the  SO- 
SO  Plan. 

Many  people  believe  the  50-50  Plan  is  just  an  expansion  plan  for  Job  Corps.  It 
is  not.  88.5  percent  of  the  50-50  Plan  is  dedicated  to  maintaining  and  strengthening 
current  programs  for  students  in  Job  Corps  today. 

Presently,  Job  Corps  operations  provide  24-hour,  comprehensive  services  for 
41,400  training  slots.  That  translates  into  approximately  65,000  youths  that  will  re- 
ceive room,  board,  24-hour  supervision,  counseling,  education,  training,  medical 
services,  and  job  placement  next  year — all  for  only  $55  a  day.  Mr.  Chairman,  no 
other  program  that  we  are  aware  of  can  provide  so  much  for  so  little.  Job  Corps 
is  perhaps  the  most  comprehensive  program  we  have  today  for  young  people. 

Our  budget  request  would  also  address  the  ever-growing  need  to  repair  existing 
centers.  There  is  currently  a  backlog  of  nearly  half  a  billion  dollars  of  necessary  cen- 
ter repairs  in  Job  Corps.  Many  of  the  108  Job  Corps  centers  are  facilities  that  were 
old  back  when  I  was  in  Job  Corps!  The  Atterbury  Job  Corps  Center  that  I  attended 
in  1966  is  still  the  only  center  in  Indiana! 

You  can  imagine  the  difficulty  in  maintaining  these  buildings  today.  The  rate  of 
deterioration  has  exceeded  the  capacity  to  pay  for  the  repairs  for  several  years  now. 
There  are  conditions  that  threaten  the  safety  or  health  of  the  students,  violations 
of  minimum  building  codes  that  need  to  be  addressed,  and  mechanical  systems  that 
must  be  replaced. 

I  should  point  out  here  that  a  portion  of  our  budget  request  for  center  repairs — 
$30  million— has  been  specifically  requested  by  President  Clinton  to  directly  address 
this  backlog.  We  ask  that  you  support  the  President's  investment  to  begin  eliminat- 
ing these  hazardous  facility  conditions. 

Finally,  we  ask  you  to  continue  the  expansion  that  you  have  begun  in  Job  Corps. 
Last  year,  this  subcommittee  was  responsible  for  authorizing  first  and  second-year 
funding  for  four  new  Job  Corps  centers.  Communities  that  range  from  small  rural 
towns  to  huge  metropolitan  areas  are  excited  about  bringing  Job  Corps  to  their 
young  people.  They  have  laid  the  groundwork  to  open  their  new  Job  Corps  centers 
in  the  near  future. 

And  there  is  more  good  news.  The  Administration  has  "adopted"  the  Job  Corps 
50-50  Plan  as  a  priority  in  the  President's  1994  budget.  For  the  first  time  in  many 
years,  Congress  and  the  Administration  are  in  agreement  that  Job  Corps  should  be 
enriched  and  expanded.  The  President  has  designated  $133  million  in  his  budget  for 
50-50  Plan  expansion.  We  respectfully  ask  that  the  subcommittee  provide  the  funds 
for  this  historic  initiative. 

We  recognize  that  you  must  operate  within  severe  budgetary  constraints,  but  we 
strongly  encourage  you  to  make  the  President's  request  to  expand  Job  Corps  a  prior- 
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ity  for  1994.  At  the  completion  of  the  50-50  Plan,  Job  Corps  will  be  able  to  serve 
one  in  four  of  the  youths  eligible  to  enroll  in  Job  Corps.  The  issue  of  serving  more 
youths  is  a  goal  that  is  just  as  important  as  improving  services  to  the  youths  that 
are  already  enrolled  in  Job  Corps.  The  amount  requested  for  Job  Corps  expansion 
is  small  when  you  consider  the  payoff  that  Job  Corps  provides  over  a  lifetime — like 
mine. 

Mr.  Chairman,  there  are  several  reasons  that  Job  Corps  should  remain  a  priority 
for  your  subcommittee  in  a  very  tough  economic  climate.  First,  Job  Corps  addresses 
a  population  that  most  other  programs  in  your  bill  do  not  directly  serve.  There  are 
programs  for  infants,  programs  for  pre-school  children,  programs  for  kids  in  school, 
and  programs  for  college  loans.  But  there  are  very  few  programs  that  address  the 
needs  of  those  youths  that  fall  outside  of  these  programs.  Job  Corps  is  the  most 
comprehensive  of  the  programs  that  do  exist  for  these  children.  And  this  population 
of  young  people  is  the  fastest-growing  population  among  those  I  have  mentioned. 

The  Job  Corps  50-50  Plan  deserves  to  be  funded  for  another  reason.  It  is  the  De- 
partment of  Labor's  most  effective  program.  Congress  has  chosen  to  invest  in  Job 
Corps  because  it  works.  Its  $1.46  return  on  every  dollar  invested,  its  76  percent 
graduate  placement  rate  into  jobs  or  further  education,  and  its  incredible  fiscal  in- 
tegrity are  just  the  tip  of  the  iceberg.  Labor  programs  make  up  the  smallest  portion 
of  your  bill  and  have  perhaps  the  smallest  voice,  but  in  Job  Corps,  you  have  a  sure 
winner. 

Finally,  Mr.  Chairman,  there  is  no  way  to  lose  by  providing  full  funding  for  the 
50-50  Plan.  Job-Corps  is  one  of  the  few  programs  that  receives  wide,  bipartisan  sup- 
port in  Congress  and  support  from  the  Administration.  We  win,  the  communities 
that  have  Job  Corps  centers  win,  and  the  students  enrolled  in  Job  Corps  win. 

There  are  thousands  of  people  just  like  me  across  the  country  that  owe  their  lives 
to  Job  Corps.  I  like  to  tell  people  that  Job  Corps  served  as  a  "gateway"  to  a  host 
of  opportunities  I  never  would  have  had.  It  is  up  to  our  generation  today  to  ensure 
that  the  young  people  who  will  come  after  we  have  gone  are  able  to  have  the  same 
opportunities. 

I  thank  you  as  Job  Corps  graduate,  I  thank  you  as  one  who  supports  Job  Corps, 
and  I  thank  you  on  behalf  of  Job  Corps  students  across  the  country. 

ORGANIZATIONS  COMMITTED  TO  JOB  CORPS 

Academic  and  research  institutions. — Center  for  Law  &  Social  Policy;  Grand  Rap- 
ids Public  Schools;  Tuskegee  University;  and  University  of  Nevada-Reno. 

Advocacy  groups. — Bread  for  the  World;  Child  Welfare  League  of  America,  Inc.; 
Children's  Defense  Fund;  Coalition  on  Human  Needs;  National  Child  Labor  Com- 
mittee; National  Urban  League;  and  U.S.  Conference  of  Mayors. 

Business. — Career  Systems  Development  Corporation;  Coyne  American  Institute; 
Dau,  Walker  &  Associates;  Dynamic  Education  Systems,  Inc.;  DMJM/HTB;  Edu- 
cation Management  Corporation;  ITT  Job  Training  Services,  Inc.;  Management  and 
Training  Corporation;  The  MAXIMA  Corporation;  MINACT,  Inc.;  Res-Care,  Inc.; 
Teledyne  Economic  Development  Company;  The  EC  Corporation;  Training  and  De- 
velopment Corporation;  Vinnell  Corporation;  and  Wackenhut  Education  Services, 
Inc. 

Education,  training  and  service  organizations. — Alpha  Kappa  Alpha  Sorority,  Inc.; 
American  Youth  Policy  Forum;  Association  of  Jewish  Family  ana  Childrens  Agen- 
cies; Council  of  Jewish  Federations;  Empire  State  Organization  of  Youth  Employ- 
ment Services;  FEGS— New  York  City;  Home  Builders  Institute,  the  educational 
arm  of  the  National  Association  of  Home  Builders;  Jobs  for  Youth — Boston;  Jobs  for 
Youth — New  York;  National  Youth  Employment  Coalition;  Pacific  Education  Foun- 
dation; Texas  Educational  Foundation;  Utah  Youth  Employment  Coalition;  and 
YouthBuild  USA. 

Federal  agencies. —  U.S.  Department  of  Agriculture — Forest  Service;  U.S.  Depart- 
ment of  the  Interior — Bureau  of  Reclamation;  U.S.  Department  of  the  Interior—Fish 
and  Wildlife;  U.S.  Department  of  the  Interior — National  Park  Service;  and  U.S.  De- 
partment of  Labor. 

Labor  unions. — Appalachian  Council  AFL-CIO;  International  Brotherhood  of 
Painters  and  Allied  Trades  AFL-CIO;  International  Masonry  Institute;  International 
Union  of  Operating  Engineers  AFL-CIO;  National  Maritime  Union  of  America  AFL- 
CIO;  Operative  Plasterers  and  Cement  Masons  International;  Transportation/Com- 
munications International  Union;  United  Auto  Workers  AFL-CIO;  and  United 
Brotherhood  of  Carpenters  and  Joiners  of  America. 

Native  American  organizations. —  Cherokee  Nation  of  Oklahoma;  and  Tribal 
Council  of  the  Confederated  Salish  and  Kootenai  Tribes  of  the  Flathead  Indian  Res- 
ervation. 
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Volunteer  I  community  service  groups. — Fresh  Air  Fund;  Joint  Action  in  Commu- 
nity Service;  Opportunities  Industrialization  Centers  for  America;  Puerto  Rico  Vol- 
unteer Youth  Corps;  Women  in  Community  Service:  American  G.I.  Forum  Women; 
Church  Women  United;  National  Council  of  Catholic  Women;  National  Council  of 
Jewish  Women;  National  Council  of  Negro  Women;  and  YWCA  of  Los  Angeles. 

PLAN  OVERVIEW 

The  Job  Corps  50-50  Plan  is  a  long-term  initiative  to  maintain  and  strengthen 
current  Job  Corps  services,  and  incrementally  open  50  new  centers  to  serve  50  per- 
cent more  youths  than  are  currently  served.  The  Plan  was  developed  by  the  Job 
Corps  community  in  response  to  1990  House  and  Senate  Appropriations  Report  lan- 
guage calling  for  an  enrichment  and  long-term  expansion  of  Job  Corps. 

Last  year,  thanks  to  broad,  bipartisan  support,  Congress  appropriated  $966  mil- 
lion for  Job  Corps — including  first  and  second-year  funding  for  four  new  Job  Corps 
centers.  State  and  local  leaders  across  the  country  have  organized  to  promote  the 
50-50  Plan  and  to  bring  Job  Corps  centers  to  their  communities.  *  *  * 

FUNDING  THE  FISCAL  YEAR  1994  JOB  CORPS  50-50  PLAN 

Total  1994  budget  authority  needed:  $1,153  billion.  Operating  expenses,  $913.9 
million. 

Includes  funding  for:  Maintaining  current  services  levels  on  the  existing  108  cen- 
ters (plus  three  more  centers  that  will  begin  operations  between  now  and  June  30, 
1995)  with  a  normal  inflationary  increase;  existing  24-hour,  comprehensive  residen- 
tial services  for  41,400  training  slots,  or  approximately  65,000  youths;  and  salaries 
of  personnel  operating  the  centers,  including  teachers,  counselors,  and  administra- 
tors. 

Capital  expenses,  $239  million. 

Includes  funding  for:  Existing  center  repairs,  $76  million. 

This  level  of  funding  is  needed  to  keep  pace  with  the  deterioration  of  facilities. 
These  needs  represent  serious  facility  deficiencies  that  have  been  itemized  through 
the  ongoing  facility  survey  process  and  classified  into:  conditions  that  threaten  safe- 
ty or  health;  violations  of  minimum  building  codes;  deteriorated  structures  and  me- 
chanical systems  that  must  be  replaced;  and  other  needed  facility  improvements. 

Eliminate  maintenance  backlog,  $30  million. 

A  $458  million  backlog  exists  in  Job  Corps  for  facility  repairs  at  existing  centers. 
President  Clinton's  Budget  Request  would  begin  to  reduce  the  backlog  in  1994  with 
this  $30  million,  and  continue  to  provide  more  funds  annually  to  eliminate  the  back- 
log through  1998. 

New  center  expansion,  $133  million. 

This  amount  represents  President  Clinton's  request  for  fiscal  year  1994  invest- 
ment in  50-50  Plan  new  center  expansion.  This  would  finance  a  total  of  eight  new 
centers  at  a  cost  of  approximately  $16  million  per  center. 

Total,  $1,153  billion. 

Note:  The  Job  Corps  50-50  Plan  is  an  enrichment  and  expansion  plan,  with  88.5 
percent  dedicated  to  existing  center  operations  and  infrastructure  needs. 

Senator  Gorton.  Mr.  Morris,  Job  Corps  could  not  have  done  a 
better  job  than  to  pick  you  as  such  a  distinguished  graduate  of  its 
program  to  come  and  testify  so  eloquently  for  it. 

Mr.  Morris.  Thank  you,  sir. 

Senator  GORTON.  I  do  thank  you  for  your  testimony.  I  have  a 
question  for  you.  I  have  been  a  strong  supporter  of  a  Job  Corps. 
I  would  love  to  have  one  in  Seattle. 

Mr.  Morris.  So  noted,  sir. 

Senator  Gorton.  Can  you  tell  me  whether  or  not,  if  this  budget 
increase  is  requested,  that  there  will  be  money  in  that  for  new  cen- 
ters, and  if  so,  for  how  many? 

Mr.  Morris.  Yes,  indeed,  there  would  be  funds  available — if  in 
fact  the  funds  were  approved,  would  be  available,  and  Seattle  is 
targeted. 

Senator  Gorton.  Roughly  how  many  new  centers  would  you  be 
able  to  fund  out  of  this? 
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Mr.  Morris.  $133  million  would  do  roughly  eight  centers,  would 
accommodate  eight  centers. 

Senator  Gorton.  Good.  I  thank  you.  I  thank  you  very,  very 
much. 

Mr.  Morris.  Thanks  again. 

STATEMENT  OF  ANNE  RICHARDSON,  READING  IS  FUNDAMENTAL 

Senator  Gorton.  I  hope  the  rest  of  the  panel  will  not  be  offended 
by  my  introduction  of  the  next  witness.  Ann  Richardson  has  been 
a  friend  for  more  than  a  half  of  our  respective  lives,  and  is  the  wife 
of  my  first  professional  employer  in  Boston,  and  you  are  particu- 
larly welcome  here,  and  I  am  all  ears  as  to  what  you  have  to  offer 
for  us. 

Mrs.  Richardson.  Thank  you,  Senator.  I  thank  you  very  much 
for  inviting  me  to  testify  before  this  distinguished  body,  which  we 
have  not  done  for  a  number  of  years  orally. 

As  you  know,  I  am  chairman  of  Reading  is  Fundamental,  which 
is  known  as  RIF,  and  which  operates  the  inexpensive  book  distribu- 
tion program,  a  long  but  fairly  descriptive  name. 

As  we  focus  on  building  a  nation  of  learners  by  the  year  2000, 
it  is  clear  that  our  education  goals  must  rest  firmly  on  assuring 
that  America's  children  master  the  first  and  perhaps  one  could  say 
today  gateway  to  education,  which  is  the  skill  of  reading,  the  foun- 
dation upon  which  all  learning  is  built. 

RIF  respectfully  recommends  a  fiscal  1994  appropriation  of  $10.3 
million,  and  I  do  emphasize,  we  are  not  into  billions,  we  are  just 
millions  for  fiscal  1994.  If  the  Education  Department's  level  fund- 
ing request  of  $10  million  for  fiscal  1994  were  to  happen,  we  would 
lose  services  to  some  162,000  children  at  a  time  when  literacy  is 
a  national  priority.  We  are  asking,  therefore,  for  a  2.7-percent  in- 
crease so  that  that  will  not  happen. 

The  book  program  is  very  effective  and  has  a  small  price  tag, 
costing  the  taxpayer  only  $3.09  per  child  last  year.  It  provides  in- 
gredients essential  to  children's  education.  Every  major  study  of 
the  past  decade  has  found  the  keys  to  children  becoming  skilled 
readers  are  books  in  the  home,  reading  for  pleasure,  motivation, 
and  parent  involvement.  All  are  outcomes  of  the  book  program. 

These  positive  outcomes  support  progress  toward  five  national 
education  goals.  For  example,  the  book  program  helps  prepare  chil- 
dren for  school,  involves  parents  as  children's  first  teachers,  pro- 
vides young  people  with  skills  and  confidence  to  remain  in  school 
and  enhances  their  grasp  of  science  and  math,  and  helps  ensure 
they  grow  up  to  be  literate,  employable  adults. 

The  book  program  is  the  foundation  for  a  grassroots  network  of 
local  projects  found  in  every  State,  the  District  of  Columbia,  and 
U.S.  possessions.  Last  year,  more  than  152,000  people  volunteered 
to  bring  the  book  program  to  some  3  million  children  nationwide. 
An  impressive  37  percent  of  the  volunteers  are  parents  of  the  chil- 
dren served. 

A  flexible  program,  it  can  adapt  to  nearly  every  curriculum  or 
child-oriented  service.  It  reaches  children  wherever  they  may  be  lo- 
cated, in  schools  or  in  settings  where  books  are  rare,  and  children 
at  risk,  such  as  juvenile  detention  centers,  housing  projects,  native 
American  reservations  and  labor  camps,  just  for  a  few  examples. 
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The  Federal  moneys  are  used  only  for  the  purchase  of  the  books, 
which  are  the  key  element  of  the  program,  books  that  children  free- 
ly choose  and  take  home.  Last  year,  RIF  and  its  network  projects 
leveraged  $3.16  for  every  $1  of  Federal  funds.  The  volunteers  in 
the  projects  do  not  get  any  administrative  money.  All  the  money 
goes  to  the  books  that  are  purchased  to  let  the  children  choose. 

PREPARED  STATEMENT 

The  book  program  costs  little,  but  achieves  a  lot.  It  attracts  com- 
munity and  private  sector  support  and  brings  back  to  the  taxpayer 
and  the  country  far  more  than  it  costs.  It  not  only  gets  children  to 
read  now,  but  helps  them  to  form  a  lifetime  habit  of  reading. 

It  addresses  an  urgent  priority,  the  need  to  ensure  a  literate  fu- 
ture for  our  children  and  our  country,  and  we  respectfully  urge  the 
Congress  to  increase  its  wise  investment  in  America's  children  with 
a  10.3  million  appropriation  for  the  inexpensive  book  distribution 
in  fiscal  1994. 

Thank  you  very  much. 

Senator  Gorton.  Thank  you  very  much  for  an  eloquent  descrip- 
tion of  what  is  obviously  a  cost-effective  program.  We  thank  you  for 
your  comments. 

[The  statement  follows:] 

Statement  of  Mrs.  Elliot  Richardson 

Reading  Is  Fundamental  (RIF)  appreciates  the  opportunity  to  offer  recommenda- 
tions on  the  Inexpensive  Book  Distribution  Program  (IBDP),  Chapter  2,  Sees.  1561 
and  1563.  RIF  operates  the  program  under  contract  to  the  Department  of  Education. 

As  the  country  focuses  on  building  a  nation  of  learners  by  the  year  2000,  we  are 
reminded  that  achievement  of  the  education  goals  rests  firmly  on  assuring  that  chil- 
dren master  the  first  and  most  important  skill:  reading,  the  foundation  upon  which 
learning  is  built. 

With  that  in  mind,  Reading  Is  Fundamental  (RIF)  respectfully  recommends  a  fis- 
cal 1994  appropriation  of  $103  million  for  the  Inexpensive  Book  Distribution  Pro- 
gram. This  represents  a  modest  inflationary  increase  of  2.7  percent  over  the  fiscal 
year  1993  appropriation. 

The  IBDP  makes  real  and  lasting  contributions  to  the  first  five  national  education 
goals  to  improve  our  children's  learning.  With  the  help  of  152,000  volunteers  work- 
ing in  some  15,000  locations,  the  RIF  Book  Program  is  making  reading  a  priority 
for  some  3  million  children.  The  local  projects,  which  may  be  found  in  every  state, 
Washington,  D.C.,  and  the  off-shore  possessions,  receive  federal  funds  only  for 
books,  none  for  administration.  This  cost-effective  network  enables  the  RIF  Book 
Program  to  make  major  contributions  to  the  nation's  education  goals  at  a  remark- 
ably low  annual  cost  to  the  taxpayer:  only  $3.09  per  child  last  year. 

If  the  IBDP  is  level-funded  for  Fiscal  1994  at  the  $10  million  fiscal  year  1994  De- 
partment of  Education  request,  RIF's  services  will  cease  for  some  162,000  children — 
losing  ground  at  a  critical  time.  It  is  beyond  question  that  America's  children  must 
grow  up  literate  if  our  nation  is  to  remain  competitive  abroad  and  productive  at 
home. 

While  it  would  take  $10.7  million  to  sustain  current  service  levels,  RIF  recognizes 
the  fiscal  constraints  on  Congress  and  the  nation.  Accordingly,  RIF  has  limited  its 
recommendations  to  the  2.7  percent  inflationary  figure  used  by  the  Education  De- 
partment. A  fiscal  year  1994  appropriation  of  $10.3  million  would  minimize  loss  of 
RIF/IBDP  services  to  children. 

The  award-winning,  nationally  acclaimed  RIF/IBDP  program  provides  essential 
ingredients  to  children's  education:  the  motivation  to  read  and  learn  and  the  oppor- 
tunity to  have  books  at  home — books  they  select,  take  home,  keep,  and  do  read.  All 
too  often,  books  children  receive  via  the  IBDP  are  the  only  books  in  their  homes. 

As  a  recent  Washington  Post  editorial  noted,  "The  importance  of  books  in  the 
home  during  childhood  is  indisputable" — a  contention  universally  supported  by  re- 
search on  children's  literacy.  National,  and  even  international  studies  document 
that  the  most  proficient  readers,  across  all  age  groups,  are  those  who  have  reading 
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materials  at  home,  who  read  for  pleasure,  and  who  read  regularly.  There  is  increas- 
ing evidence  these  same  factors — access  to  books,  reading  for  pleasure,  and  reading 
regularly — positively  affect  students'  abilities  in  science  and  math.  Clearly,  skilled 
readers  become  skilled  learners. 

Our  schools  can  teach  children  how  to  read;  they  need  our  help  if  we  are  to  keep 
children  reading  long  enough  and  often  enough  to  become  literate.  Last  year's  Na- 
tional Assessment  01  Educational  Progress  report  release  noted,  "The  more  students 
read,  the  better  they  read.  Unfortunately,  our  children  aren't  reading  very  much." 

The  RIF/Book  Program  is  the  one  nationwide  program  with  the  singular  purpose 
of  getting  reading  materials  into  children's  homes  permanently,  getting  them  to 
read  often,  and  motivating  them  to  "practice"  reading.  It  has  the  added  benefit  of 
involving  parents  in  children's  reading  and  engaging  communities  in  supporting 
children  s  education.  An  impressive  37  percent  of  the  152,000  RIF  volunteers  are 
parents  of  the  children  served.  Moreover,  RIF  has  a  capability  not  available  to  most 
education  programs:  its  flexible,  grassroots  program  can  adapt  to  nearly  any  cur- 
riculum or  child-oriented  service.  And  RIF  can  take  the  program  to  the  children 
wherever  they  are:  migrant  labor  camps,  housing  projects,  juvenile  detention  cen- 
ters, Head  Start  and  Even  Start  centers,  libraries  and  many  other  places  in  addition 
to  schools. 

Reports  from  IBDP/RIF  community-based  programs  consistently  verify  that  young 
participants  in  the  Book  Program:  read  more  frequently;  improve  their  reading  abili- 
ties; use  the  library  more;  enjoy  increased  parent  involvement  in  their  educations; 
and  develop  improved  attitudes  toward  reading. 

The  Book  Program's  positive  impact  on  children's  attitudes  towards  reading,  on 
home  involvement  with  books,  and  on  reading  frequently  and  ability  supports 
progress  towards  the  first  five  National  Education  Goals:  preparing  children  for 
school,  involving  parents,  providing  the  skills  and  confidence  to  remain  in  school, 
helping  students  nelp  others  to  read,  enhancing  their  grasp  of  science  and  math, 
and  helping  assure  they  will  become  literate  adults.  Clearly  the  Book  Program,  as 
operated  by  Reading  Is  Fundamental,  makes  important  contributions  toward  achiev- 
ing the  literacy  and  education  goals  America  has  set  for  itself. 

In  addition  to  its  work  in  service  of  the  nation's  education  goals,  RIF  expands 
upon  the  groundwork  of  these  local  IBDP  projects  to  develop  programs  targeted  for 
some  of  the  nation's  children  and  families  most  in  need  of  special  assistance.  These 
initiatives  are  funded  through  private,  non-governmental  sources,  leveraged  by  and 
built  upon  the  foundation  of  the  Book  Program.  They  include:  programs  to  train 
Head  Start  parent's  to  operate  RIF  projects;  programs  for  teen  parents  that  both  en- 
hance the  teens'  reading  capabilities  and  teach  them  how  to  bring  up  their  children 
in  a  reading  environment;  programs  training  unskilled  textile  workers  to  provide 
the  reading  program  to  children  of  plant  employees;  training  low-literacy  level  par- 
ents in  adult  learner  programs  in  the  variety  of  skills  needed  for  operating  a  RIF 
project  for  their  children. 

All  of  these  programs  have  the  dual  advantage  of  training  the  parents  in  manage- 
ment, budgeting,  book  selection,  organization,  and  developing  creative  reading  in- 
centive activities  while  at  the  same  time  aiding  them  in  bringing  up  their  children 
as  readers. 

The  IBDP  has  also  been  the  foundation  for  such  special,  privately-funded  RIF  pro- 
grams as:  special  intensive  reading  incentive  programs  for  first  graders  upon  enter- 
ing school;  family  reading  rallies,  workshops  and  training  sessions,  attracting  in  ex- 
cess of  75,000  participants;  an  intensified  program  for  4tn  grade  students  in  Arkan- 
sas public  schools;  annual  poster  and  at-nome  reading  contests  that  provide  mid- 
winter motivation  to  young  readers  across  the  country;  reading  corners  and  books 
for  both  parents  and  children  in  homeless  shelters;  a  series  of  guidance  booklets, 
including  some  at  low  literacy  levels  and  in  Spanish,  to  aid  parents.  RIF's  targeted 
programs  and  materials  are  built  upon  the  expertise,  insight,  and  momentum 
gained  through  the  Inexpensive  Book  Program.  But  all  have  been  developed  and  dis- 
seminated at  no  cost  to  the  government. 

LAST  YEAR,  FOR  EACH  FEDERAL  BOOK  PROGRAM  $1,  RIF  AND  ITS  PROJECTS  BROUGHT 

IN  $3.16  IN  ADDITIONAL  RESOURCES 

The  stable  foundation  of  the  Book  Program  has  enabled  RIF  to  develop  partner- 
ships and  attract  investments  of  time,  money,  and  in-kind  services.  As  a  result  of 
the  IBDP,  RIF  has  become  a  respected  partner  to  some  of  the  nation's  most  promi- 
nent corporations,  foundations,  and  service  organizations,  as  well  as  those  institu- 
tions most  involved  in  children's  education. 

A  few  of  the  groups  with  whom  RIF  has  formed  partnerships  to  benefit  families 
and  children  include:  Chrysler  Corporation,  Kiwanis  International,  PTOs  &  PTAs, 
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Lions  Clubs,  Boys  &  Girls  Clubs,  Libraries,  Jaycees,  Even  Start,  local  businesses, 
American  Express,  Head  Start,  Rotary  Clubs,  and  others. 

These  partners,  and  many  more,  invest  in  RIF  because  the  RIF/Book  Program  is 
a  sound  and  time-tested  means  to  improve  the  quality  of  education  in  America.  RIF 
is  able  to  offer  a  program  of  sufficient  scope  and  impact  to  merit  these  many  broad- 
reaching  partnerships  thanks  to  the  existence  of  the  Book  Program.  Thus,  the  IBDP 
is  the  cornerstone  upon  which  RIF  has  built  a  national  movement  for  children's  lit- 
eracy— a  cornerstone  without  which  RIF's  bridge  of  programs  between  children, 
books,  and  families  would  collapse. 

At  no  time  in  RIF's  26  year  history  has  the  bridge  between  learning  how  to  read 
and  becoming  literate  been  as  important  as  it  is  today.  In  an  increasingly  complex 
and  information  driven  world,  we  know  with  certainty  that  "what  was  a  satisfactory 
level  of  literacy  in  1950  will  probably  be  marginal  by  the  year  2000."  (Becoming  A 
Nation  of  Readers)  The  IBDP  clearly  provides  what  our  children  need  to  become 
skilled,  fluent  readers  for  the  21st  century.  And  yet,  for  lack  of  funds,  only  one  of 
every  twenty  children  who  are  eligible  for  the  program  receive  its  benefits.  Last  year 
alone,  RIF  had  to  turn  away  more  than  2,300  requests  that  could  have  led  to  serv- 
ices for  some  1.5  million  children  for  lack  of  funding. 

As  children's  need  for  the  Book  Program  has  increased  over  the  years,  so  has  the 
cost  of  books.  A  juvenile  book  that  cost  $3.11  in  1965  costs  $16.46  today.  RIF  has 
negotiated  significant  nationwide  discounts  with  book  suppliers.  But  across-the- 
board  increases  in  the  cost  of  children's  books  mean  that  IBDP  is  serving  fewer  chil- 
dren today  than  it  served  a  decade  ago.  Books  are,  of  course,  the  major  cost  of  the 
program.  Thus  it  is  all  the  more  important  that  the  IBDP  receive  at  least  a  2.7  per- 
cent increase,  amounting  to  only  $270,000  more  than  the  Department's  request,  to 
help  stem  the  loss  of  service. 

$10.3  MILLION  IS  A  SOUND  INVESTMENT  TOWARD  A  CRUCIAL  RETURN 

The  IBDP  is  a  sound,  cost-effective  program  that  succeeds  in  getting  young  people 
to  read  wherever  they  are.  IBDP/RIF  is  what  is  needed:  To  get  young  people  to  read 
more,  by  making  books  available,  and  by  encouraging  them  to  want  to  read.  To  cre- 
ate a  climate  that  promotes  children's  literacy  in  homes,  schools,  and  communities, 
and  supports  our  nation's  education  goals  and  priorities.  To  attract  the  levels  of  vol- 
unteer and  corporate  support  necessary  to  sustain  the  grassroots  movement  for  chil- 
dren's literacy. 

This  is  a  modestly  priced  program  that  brings  back  to  the  taxpayer,  and  the  na- 
tion, dollar  for  dollar,  and  child  by  child,  far  more  than  it  costs.  It  is  a  time-tested 
program,  a  successful  program,  one  that  offers  important  help  to  our  youngest  citi- 
zens, one  which  communities  overwhelmingly  support,  a  program  that  works. 

Above  all,  the  Inexpensive  Book  Distribution  Program  is  a  major — and  low-cost — 
part  of  the  solution  to  one  of  this  nation's  most  urgent  and  compelling  challenges: 
the  need  to  ensure  a  literate  future  for  all  our  young  people. 

We  respectfully  request  that  the  Congress  increase  the  wise  investment  in  the 
Book  Program,  a  program  that  offers  much  of  what  is  needed  to  build  a  literate  to- 
morrow, by  appropriating  $10.3  million  for  the  IBDP  for  fiscal  1994. 

STATEMENT  OF  GERALD  E.  SROUFE,  AMERICAN  EDUCATIONAL  RE- 
SEARCH ASSOCIATION 

Senator  Gorton.  Is  it  Mr.  Sroufe? 

Mr.  Sroufe.  Yes. 

Senator  Gorton.  Thank  you.  It  is  your  turn. 

Mr.  Sroufe.  Greetings,  Senator  Gorton.  I  am  Gerald  Sroufe.  I 
represent  the  American  Educational  Research  Association,  which  is 
a  private  professional  association  of  persons  who  are  interested  in 
education  research,  about  20,000  in  universities  around  the  Nation. 

As  you  perhaps  know,  there  is  reauthorization  pending  in  both 
Houses,  both  bodies,  for  the  Office  of  Education  Research  and  Im- 
provement, which  is  the  major  Federal  agency  that  does  education 
research. 

And  I  hope  that  in  the  not  too  distant  future,  we  will  be  here 
asking  for  substantial  appropriation  to  support  research  institutes 
for  the  Federal  Department  of  Education. 
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This  afternoon  though,  this  morning,  I  am  going  to  follow  your 
earlier  admonition  to  talk  just  about  what  is  really  important  in 
the  budget.  I  have  six  points  I  would  like  to  make  about  the  Presi- 
dent's request  for  education  research. 

The  first  is  that  as  requested  in  the  fiscal  year  1994  budget, 
there  is  money  to  continue  the  national  research  centers.  We  cer- 
tainly commend  these  programs.  The  productivity  of  the  research 
centers  has  been  a  highlight  of  OERFs  research  and  development 
program. 

Second  item  is  the  field  initiated  studies  program,  which  is 
money  that  supports  the  research  of  individual  scholars  rather 
than  centers.  We  are  asking  for  an  increase  to  $9  million.  The  ad- 
ministration asked  for  a  much  too  modest  increase  of  $3  million. 

Then  the  National  Research  Council  report,  which  is  cited  in  my 
testimony,  indicated  that  the  Department's  request  is  too  modest 
by  a  factor  of  10  to  15  and  we  really  need  to  get  this  program  un- 
derway. 

Third  point,  funding  must  be  provided  as  requested  by  the  De- 
partment to  continue  the  research  on  the  education  of  the  dis- 
advantaged. That  has  been  started  by  a  federally  supported  center. 
That  center  is  now  coming  to  the  end  of  its  5-year  grant  and  that 
research  should  be  continued. 

Fourth  point,  the  conference  report  language  in  1993  of  this  com- 
mittee admonished  the  Department  to  provide  funds  for  continu- 
ation of  an  ongoing  program  evaluating  various  components  of 
State  education  reforms.  The  administration  has  managed  to  keep 
the  12  grants  alive  during  the  ensuing  year. 

There  is  money  in  the  request  this  year,  $3  million  in  the  fund 
for  innovation  and  education.  And  the  administration,  I  think, 
should  be  commended  for  this  effort  to  carry  out  the  wishes  of  the 
subcommittee.  These  grants  should  be  appropriated  and  it  probably 
would  be  helpful  if  the  language  of  the  report  stipulated  the  fund- 
ing to  continue  these  programs. 

Fifth  point,  throughout  the  education  request  for  fiscal  year 
1994,  the  administration  is  seeking  funding  for  field-reader  costs. 
Without  funding  to  cover  the  expenses  of  field-readers,  the  agency 
necessarily  relies  over  much  on  its  own  department  staff  and  this 
limits  the  assurances  of  the  integrity  of  the  research  and  statistics 
programs. 

PREPARED  STATEMENT 

And  sixth  and  final  point,  there  is  one  area  where  we  would  like 
the  committee  to  exercise  oversight  and  that  is  with  regard  to  staff- 
ing of  the  Federal  Research  and  Statistics  Programs.  Recognizing 
there  are  reductions  in  store  for  all  Federal  agencies,  we  are  very 
concerned  about  the  long-term  major  data  bases  of  the  National 
Center  for  Education  statistics  and  urge  we  look  into  the  question 
of  whether  or  not  there  is  adequate  staff  to  supervise  those  impor- 
tant data  bases. 

Mr.  Chairman,  we  thank  you  for  this  opportunity  to  testify. 

Senator  GORTON.  I  thank  you  very  much. 

[The  statement  follows:] 
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Statements  of  Gerald  E.  Sroufe  and  Margaret  Goertz 

Greetings,  Chairman  Harkin  and  members  of  the  Subcommittee.  We  are  Gerald 
Sroufe  and  Margaret  Goertz.  We  are  pleased  to  present  this  testimony  on  behalf  of 
the  American  Educational  Research  Association.  AERA  is  the  foremost  professional 
organization  of  educational  researchers,  representing  20,000  members  from  univer- 
sities and  research  institutions  throughout  the  nation. 

Legislation  to  reauthorize  an  Office  of  Educational  Research  and  Improvement 
that  will  provide,  over  time,  the  knowledge  foundation  needed  to  support  a  world- 
class  education  system  was  passed  last  year  in  the  House  of  Representatives.  Fail- 
ure to  complete  the  reauthorization  was  primarily  a  function  of  time  running  out 
before  the  Senate  could  act.  Both  bodies  agreed  with  our  Association's  view  of  a 
broader  vision  for  federal  education  R&D.  We  modeled  our  concept  after  the  Na- 
tional Institutes  of  Health,  calling  for  the  establishment  of  directorates  or  institutes 
to  address  broad  areas  of  educational  concern.  The  institute  approach  to  vitalizing 
the  federal  education  research  program  was  fully  supported  by  the  House  and  the 
Senate  in  their  respective  reauthorization  bills,  by  the  National  Research  Council's 
study  of  OERI,  and  by  education  professional  associations  in  general. 

Reauthorization  bills  have  been  reintroduced  this  Congress  in  both  bodies,  and 
the  Secretary  of  Education  has  indicated  he  hopes  OERI  will  be  considered  as  a  cen- 
tral component  of  the  Clinton  administration's  legislative  program  for  education  im- 
provement. In  the  near  future,  we  hope  to  be  sitting  in  these  chairs  asking  for  fund- 
ing for  these  institutes.  In  the  meantime,  however,  we  urge  continuation  of  impor- 
tant programs  already  in  place. 

(1)  As  requested  in  the  administration's  fiscal  year  1994  budget  plan,  funding 
must  be  provided  to  continue  the  national  research  centers,  including  the  modest 
increases  built  into  the  final  years  of  the  five-year  grants.  The  productivity  of  the 
national  research  centers  continues  to  be  a  highlight  of  OERI's  research  and  devel- 
opment program.  ($29.3  million) 

(2)  The  Field-Initiated  Studies  Program  should  be  increased  by  $9  million.  Testi- 
mony before  the  House  subcommittee  on  appropriations  last  year  revealed  that  the 
individual  researcher  grant  program  could  be  expanded  immediately,  and  that  the 
funds  could  be  targeted  to  peer-reviewed  research  reflecting  pressing  school  reform 
concerns.  The  administration  has  requested  an  increase  in  this  program  to  $3  mil- 
lion, but  the  National  Research  Council  report  indicates  that  this  request  is  too 
modest  by  a  factor  of  10.  Investigator  sponsored  research  is  the  lifeblood  of  the  fed- 
eral research  programs  in  all  other  agencies;  OERI's  program  must  be  much  larger 
to  provide  the  capacity  required.  ($10  million) 

(3)  Funding  must  be  provided,  as  requested  by  the  Department,  to  continue  the 
work  begun  by  the  National  Research  Center  on  Effective  Education  of  the  Dis- 
advantaged. The  present  center  at  Johns  Hopkins  is  completing  the  final  year  of  its 
five  year  grant.  Clearly,  with  the  reauthorization  of  Chapter  1  and  Head  Start  be- 
fore the  Congress,  and  the  problems  of  schools  serving  the  disadvantaged  increasing 
at  an  alarming  rate,  this  research  agenda  must  be  continued.  ($4  million) 

(4)  Conference  Report  language  (fiscal  year  1993)  admonished  the  Department  to 
provide  funds  for  continuation  of  an  ongoing  program  evaluating  various  compo- 
nents of  state  education  reform.  The  administration  has  managed  to  keep  the  12 
grants  alive,  and  has  provided  $3  million  in  the  Fund  for  Innovation  in  Education 
(FIE)  budget  for  fiscal  year  1994.  The  administration  is  to  be  commended  for  this 
effort  to  carry  out  the  wishes  of  the  subcommittee,  and  funds  requested  for  the  pur- 
pose of  continuing  these  grants  should  be  appropriated;  use  of  these  funds  within 
the  FIE  account  should  be  stipulated  in  report  language  by  the  subcommittee. 

(5)  Throughout  the  education  request  for  fiscal  year  1994  the  administration  has 
sought  funding  for  field-reader  costs.  Please  be  assured  that  within  the  research 
community  such  funds  are  not  regarded  as  frills;  they  are  essential  to  the  integrity 
of  the  peer  review  process  and  the  stewardship  of  the  research  grants  and  contracts. 
Without  funding  to  cover  the  expenses  of  field-readers  the  agency  necessarily  relies 
overmuch  on  employees  of  the  Department.  We  urge  the  subcommittee  to  look  with 
favor  on  the  Department's  request  to  help  assure  the  integrity  of  the  research  and 
statistics  program. 

(6)  Mr.  Chairman,  there  is  also  one  area  where  we  wish  to  go  on  record  advocat- 
ing that  the  appropriations  subcommittee  exercise  appropriate  oversight  over  funds 
expended  within  OERI:  the  Salary  and  Expenses  budget  (S&E).  The  administration 
has  indicated  that  it  wants  to  reduce  staff  in  OERI  by  some  20  FTE.  We  understand 
the  need  for  overall  reduction  of  federal  employees.  However,  in  face  of  the  addition 
of  programs  in  recent  years  throughout  tne  agency,  we  have  grave  reservations 
about  the  harmful  impact  of  these  proposed  reductions.  It  is  our  impression  that 
both  the  Office  of  Research  and  the  National  Center  on  Educational  Statistics  have 
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too  few  professional  staff  for  the  proper  conduct  of  their  responsibilities;  certainly 
these  two  offices  do  not  have  superfluous  staff.  In  particular,  we  urge  you  to  look 
into  the  exceeding  thin  staffing  arrangements  with  regard  to  the  major  long-term 
data  collections  of  NCES.  The  national  investment  in  creation  of  the  critical  data 
bases  requires  sound  management  which  can  not  be  provided  if  Congress  does  not 
ensure  that  staff  resources  are  adequate. 

Many  individuals  and  government  agencies  have  advocated  that  the  Nation's  edu- 
cation research  program  be  strengthened,  in  recent  weeks  virtually  all  the  witnesses 
testifying  before  the  House  Subcommittee  on  Elementary,  Secondary,  and  Voca- 
tional Education  about  the  reauthorization  of  ESEA,  have  advocated  a  stronger  fed- 
eral role  in  education  R&D.  Additionally,  the  following  studies — each  calling  atten- 
tion to  the  feeble  federal  capacity  in  education  R&D — have  been  completed. 

1987 — Changes  In  Funds  and  Priorities  Have  Affected  Production  And  Quality  of 
Education  Research  (Government  Accounting  Office). 

1988 — R&D  Funding:  The  Department  of  Education  in  Perspective  (Government 
Accounting  Office). 

1991 — Research  and  Renewal  in  Education  (National  Academy  of  Education). 

1992 — Research  and  Education  Reform:  Roles  for  the  Office  of  Educational  Re- 
search (National  Research  Council). 

Federal  sponsorship  of  education  research  began  in  1867  and  represents  a  clearly 
established  responsibility.  Education  research  represents  an  essential  and  appro- 
priate role  for  federal  involvement  in  education.  However,  based  on  recent  examina- 
tions such  as  those  noted  above,  one  must  conclude  that  the  federal  government 
does  not  currently  have  the  capacity  to  meet  the  education  research  needs  of  the 
Nation.  Dr.  Diane  Ravitch,  the  most  recent  Assistant  Secretary  of  OERI,  expressed 
a  similar  conclusion  as  she  turned  over  her  responsibilities  to  the  Clinton  adminis- 
tration. She  wrote  in  part:  When  I  came  to  OERI,  I  thought,  like  so  many  others, 
that  the  biggest  problem  in  the  agency  was  a  need  for  more  and  better  dissemina- 
tion. I  no  longer  believe  that  *  *  *. 

[The  basic  problem  is  that]  OERI  has  never  had  the  appropriations  to  support  a 
good  research  program;  a  report  from  the  National  Academy  of  Sciences  noted  that 
federal  funding  for  education  research  has  declined  by  88  percent  in  constant  dollars 
over  the  past  20  years.  It  recommended  an  increase  of  $276  million  each  year  for 
five  years,  in  contrast  to  current  funding  in  OERI  [centers  and  labs]  of  some  $58 
million.  (OERI  Bulletin,  Winter,  1992-1993) 

Mr.  Chairman,  while  we  believe  that  Dr.  Ravitch  and  the  National  Academy  of 
Sciences  are  correct  in  stating  the  magnitude  of  the  federal  responsibility  in  this 
area,  we  understand  that  fiscal  year  1994  is  not  the  year  that  it  will  be  possible 
for  OERI  to  receive  an  appropriation  of  $267  million  for  R&D  programs.  It  is  all 
the  more  imperative,  therefore,  that  the  modest  research  requests  presented  above 
be  carefully  considered  in  the  deliberations  of  the  subcommittee  in  order  to  avoid 
further  fragmentation  of  the  federal  research  program. 

Thank  you  for  your  time  and  consideration  of  these  views. 

STATEMENT  OF  CATHERINE  AHL,  NATIONAL  MILITARY  FAMILY  ASSO- 
CIATION 

Senator  Gorton.  And  our  last  witness  on  this  panel  will  be  Ms. 
Ahl. 

Ms.  Ahl.  Thank  you. 

Senator  GORTON.  Better  get  close  to  that  microphone. 

Ms.  Ahl.  The  National  Military  Family  Association,  NMFA,  ap- 
preciates this  opportunity  to  express  its  views  on  impact  aid. 

The  justification  given  by  the  Department  of  Education  for  phas- 
ing out  impact  aid  "b"  payments  is  that  "b"  payments  live  in  the 
community  on  property  that  is  taxed  by  the  school  district  and 
have  families  who  pay  State  and  local  taxes  used  to  finance  local 
education. 

The  military  parent  who  resides  in  a  civilian  community  does 
pay  real  estate  taxes.  However,  other  taxes  used  to  fund  education, 
such  as  personal  property  taxes,  license  fees,  and  State  or  local  in- 
come taxes  and  not  paid  to  the  local  community  by  military  mem- 
bers unless  they  happen  to  be  residing  at  their  legal  residence. 
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NMFA  fully  supports  the  administration's  proposal  to  increase 
funding  for  "a"  students,  whose  impact  is  the  greatest  on  a  school 
district.  However,  without  "b"  funding,  many  schools  districts  will 
be  devastated  by  the  loss  in  revenue.  Perhaps  more  will  be  forced 
to  follow  north  Chicago,  IL,  lead,  and  close  their  door. 

In  your  State,  Mr.  Chairman,  Central  Kitsap  School  District, 
which  educates  Navy  children  from  Bremerton,  Keyport,  and  Ban- 
gor has  60  percent  federally  connected  students.  Of  those,  only  14 
percent  are  "a"  students.  Under  the  administration's  budget,  Cen- 
tral Kitsap  will  lose  $970  million,  nearly  one-half  of  the  total  im- 
pact aid  funds  they  have  received. 

Senator  Gorton.  I  cannot  imagine  they  will  lose  $970  million. 

Ms.  Ahl.  That  is  the  amount  according  to  the  superintendent  of 
Central  Kitsap  that  they  receive  for  the  "b"  students,  which  is  to 
be  phased  out. 

Senator  Gorton.  Try  the  number  again. 

Ms.  Ahl.  What  did  I  say? 

Senator  Gorton.  $970  million. 

Ms.  Ahl.  $970  million. 

Senator  GORTON.  You  could  run  a  hell  of  a  school  district  on  $970 
million. 

Ms.  Ahl.  I  am  sorry.  You  are  right,  sir.  It  is  thousand  dollars. 
I  am  sorry.  I  am  usually  better  than  that  with  numbers.  I  am  a 
former  teacher  myself. 

OK,  where  was  I? 

Another  concern  of  ours  is  as  more  and  more  military  installa- 
tions enter  the  closure  and  realignment  phase,  the  possibility  exists 
that  large  unexpected  numbers  of  students  will  land  on  a  school 
district. 

Government  housing  at  most  gaining  installations  is  full.  There- 
fore, with  the  return  of  forces  from  Germany,  the  overwhelming 
number  of  incoming  military  children  will  be  impact  aid  "b"  stu- 
dents. 

The  receiving  school  districts  deserve  compensation  for  having  to 
acquire  portable  classrooms  and  hire  additional  teachers. 

Again,  I  have  some  statistics.  I  hope  I  get  the  numbers  right  this 
time,  on  Central  Kitsap  School  District.  According  to  an  estimate 
of  student  movement,  as  a  result  of  the  1993  BRAC  recommenda- 
tions, Kitsap  County  could  receive  an  additional  5,275  military  stu- 
dents. 

The  superintendent  of  Central  Kitsap  wrote  to  the  Department 
of  Education:  'The  Federal  impact  aid  money  for  V  is  crucial  to  our 
districts  providing  at  least  a  comparable  education  program  to  the 
average  in  the  State." 

NMFA  agrees  with  the  goals  of  Head  Start  and  other  supple- 
mental education  programs.  However,  their  aim  is  to  enable  chil- 
dren to  learn  in  a  basic  educational  program.  Impact  aids  goal  is 
to  provide  that  basic  education. 

NMFA  believes  that  impact  aid  funding  should  consider  the 
amount  of  money  a  school  does  not  receive  because  of  the  presence 
of  military  children  and  then  fully  fund  that  amount  to  provide  a 
basic  quality  education  for  military  children. 
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PREPARED  STATEMENT 

In  1950,  the  impact  aid  law  was  passed,  recognizing  the  Federal 
Government's  obligation  to:  "provide  financial  assistance  for  those 
local  educational  agencies  upon  which  the  United  States  has  placed 
financial  burden." 

Mr.  Chairman,  the  Government  is  still  placing  the  burden,  but 
is  not  providing  the  assistance. 

Thank  you. 

[The  statement  follows:] 

Statement  of  Catherine  Ahl 

The  National  Military  Family  Association  (NMFA)  is  a  non-profit,  primarily  vol- 
unteer organization  composed  of  members  from  the  seven  uniformed  services,  active 
duty,  retired,  reserve  component,  and  their  family  members  and  survivors.  NMFA 
is  the  only  national  organization  whose  sole  focus  is  the  military  family  and  whose 
goal  is  to  influence  the  development  and  implementation  of  policies  which  will  im- 
prove the  lives  of  those  family  members.  NMFA  appreciates  this  opportunity  to  ex- 
press its  views. 

BACKGROUND 

Since  the  early  1800s  the  federal  government  has  recognized  its  obligation  to  pro- 
vide an  education  for  military  students.  However,  during  the  early  years  funding  for 
schools  was  uneven  and  sporadic.  Public  Law  81-874,  passed  in  1950,  provided  a 
mechanism  for  consistent  funding  of  the  government's  obligation  to  these  students. 
Public  school  districts  with  military  students  were  given  adequate  monies  to  provide 
these  children  a  basic  education.  The  law  states:  [it  is]  "*  *  *  the  policy  of  the  Unit- 
ed States  to  provide  financial  assistance  for  those  local  educational  agencies  upon 
which  the  United  States  has  placed  financial  burden."  The  original  intent  of  Public 
Law  81-874  was  to  provide  payment  equal  to  the  local  per-pupil  costs  for  students 
whose  military  parent  both  lived  and  worked  on  a  federal  installation  ("a"  student). 
The  law  also  provided  one  half  of  the  local  per-pupil  cost  for  students  whose  military 
parent  worked  on  a  federal  installation  but  lived  in  the  civilian  community  ("b"  stu- 
dent). The  difference  in  funding  recognized  the  payment  of  some  taxes  (usually  real 
estate  taxes)  by  military  members  living  in  the  civilian  community.  In  1953,  funding 
was  reduced  with  a  provision  that  payment  for  an  "a"  student  could  not  fall  below 
one-half  of  the  state  or  national  average  cost  per  pupil,  whichever  was  greater.  For 
"b"  students,  the  minimum  rate  was  one  half  that  of  an  "a"  student. 

ADMINISTRATION  PROPOSAL 

NMFA  fully  supports  the  administration's  proposal  to  increase  funding  for  "a"  stu- 
dents. The  vast  majority  of  local  tax  revenues  are  lost  when  a  child's  military  parent 
both  resides  and  works  on  a  federal  installation.  The  administration's  budget  also 
calls  for  a  50  percent  reduction  in  payments  for  "b"  students,  as  the  first  step  in 
a  three  year  phase-out  of  "b"  payments.  In  addition,  the  budget  would  eliminate  the 
special  3(d)(2)(B)  payments  for  "b"  children  in  heavily  impacted  schools.  School  dis- 
tricts that  educate  both  "a"  and  "b"  students  and  whose  "a"  population  is  in  the 
overwhelming  majority,  may  not  lose  revenue  under  this  combination  proposal. 
School  districts  with  large  "b"  enrollments  or  only  "b"  enrollments  may  be  dev- 
astated by  the  loss  in  revenue. 

The  military  parent  who  resides  in  a  civilian  community  does  provide  local  tax 
revenue  through  real  estate  property  taxes.  However,  both  local  communities  and 
states  have  increasingly  used  sources  other  than  real  estate  property  taxes  to  fund 
education.  Most  of  these  taxes,  such  as  personal  property  taxes,  local  sales  taxes, 
license  fees  and  state  or  local  income  taxes,  are  not  paid  to  the  local  community  by 
military  members  unless  they  happen  to  be  residing  at  their  legal  residence. 


The  Bellevue  School  District  in  Nebraska  educates  children  whose  military  parent 
works  at  Offutt  AFB.  The  district  expects  to  have  enrolled  2,185  "a"  students  and 
2,443  "b"  students  next  school  year.  Under  current  funding  regulations  the  district 
would  receive  $3.5  million  for  its  "a"  students,  $600,000  for  its  "b"  students  and  $3 
million   for  the   special   3(d)(2)(B)   payment.   Under  the   administration's   proposal 
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Bellevue  would  lose  $300,000  of  its  "b"  payments  and  $600,000  of  the  3(d)(2)(B)  pay- 
ment and  gain  no  more  than  $203,000  in  extra  "a"  payments  next  year.  Because  of 
the  total  phase  out  of  the  "b"  program,  Bellevue  may  soon  not  qualify  for  the 
3(d)(2)(B)  payments.  A  district  must  be  50  percent  impacted  to  receive  these  special 
payments.  If  they  can  no  longer  count  their  "b"  students  Bellevue  will  not  qualify 
as  being  50  percent  impacted.  The  total  loss  to  Bellevue  in  the  1993-94  school  year 
would  be  $697,000.  The  potential  loss  in  three  years  is  $3.4  million. 

The  Bellevue  School  District  is  located  in  Sarpy  County.  The  school  district  re- 
ceives $250  per  vehicle  licensed  in  Sarpy  County.  The  district  estimates  a  loss  of 
$3,575,000  because  vehicles  belonging  to  military  personnel  do  not  have  to  be  li- 
censed in  the  County,  but  may  be  licensed  at  the  member's  home  of  record. 

The  justification  given  for  reducing  (and  eventually  eliminating)  "b"  payments  is 
that  they  "provide  small  amounts  per  child"  ($25  to  $125  per  child,  when  the  na- 
tional expenditure  per  pupil  exceeds  $5,000)  and  "the  presence  of  these  children  im- 
poses little  if  any  financial  burden  on  Local  Educational  Agencies  (LEAs)."  Many 
highly  impacted  school  districts  would  disagree  with  that  statement.  Montgomery 
County  School  District,  TN  had  a  25  percent  increase  in  military  "b"  children  last 
school  year;  Geary  County  Unified  School  District,  KS  saw  a  57  percent  increase  in 
Special  Education  "b"  students;  Newport  News,  VA  School  District,  last  year  re- 
ceived only  8.5  percent  of  the  original  intent  of  Public  Law  81-874  "b"  payments; 
and  Killeen  Independent  School  District,  TX  has  been  told  to  expect  up  to  3,000  ad- 
ditional military  students  by  1995.  All  these  districts  experience  large  financial  bur- 
dens because  of  the  presence  of  military  "b"  children. 

BRAC  EFFECTS 

As  more  installations  enter  the  closure  and  realignment  phase,  the  possibility  ex- 
ists that  large,  unexpected  numbers  of  students  will  land  on  a  school  district.  As 
with  the  return  of  forces  from  Germany,  the  overwhelming  number  of  incoming  mili- 
tary children  will  be  Impact  Aid  "b"  children.  Government  housing  at  most  gaining 
installations  is  at  100  percent  occupancy,  and  it  is  the  stated  policy  of  the  Depart- 
ment of  Defense  that  two-thirds  of  personnel  live  in  the  civilian  community.  If  new 
students  arrive  by  the  hundreds  and  force  school  districts  to  acquire  15  to  20  or 
more  portable  classrooms,  increase  the  number  of  students  per  class  by  5  percent 
to  10  percent,  and  find  and  hire  additional  staff,  some  form  of  compensation  must 
be  available  to  them. 

If  Impact  Aid  "b"  funds  are  eliminated,  how  will  Kitsap  County,  WA  educate  the 
additional  5,275  military  students  estimated  to  arrive  as  a  result  of  the  proposed 
1993  BRAC?  The  Tidewater  area  of  Virginia  is  slated  to  receive  8,100  new  military 
students,  Pensacola,  FL  8,600,  and  Fort  Leonard  Wood,  MO  5,740  as  a  result  of  the 
1993  Base  Closure  and  Realignment  recommendations. 

BASIC  EDUCATION 

NMFA  agrees  with  the  goals  of  Head  Start  and  other  supplemental  education  pro- 
grams. However,  their  aim  is  to  enable  children  to  learn  in  a  basic  educational  pro- 
gram. Impact  Aid's  goal  is  to  provide  that  basic  education.  Funding  shortfalls  dimin- 
ish a  school's  ability  to  provide  the  basic  program. 

Underfunding  of  the  regular  Impact  Aid  program  in  the  Department  of  Edu- 
cation's budget  is  currently  causing  a  reduction  in  the  quality  of  education  provided 
to  military  children.  NMFA  is  concerned  that  other  school  districts  may  be  forced 
to  follow  the  lead  of  North  Chicago,  IL.  After  abolishing  athletic  and  extracurricular 
programs,  the  district  was  forced  to  also  cut  basic  education  programs.  Finally,  this 
spring  the  school  district  announced  that  schools  will  not  open  in  the  fall  of  1993. 
Forty  per  cent  of  North  Chicago  students  are  military  Impact  Aid  students.  Other 
school  districts  surrounding  Great  Lakes  Naval  Training  Center  will  receive  not 
only  North  Chicago's  students,  but  8,709  new  military  students  if  the  final  Base  Clo- 
sure list  includes  San  Diego  and  Orlando  Naval  Training  Centers.  The  predominate 
number  of  these  new  students  will  be  "b"  children. 

Section  "e"  Impact  Aid  Funds  are  totally  eliminated  in  the  administration's  Budg- 
et for  1994.  These  funds  are  intended  to  assist  a  school  district  in  dealing  with  a 
loss  of  students  and  were  to  be  available  for  3  years.  Current  law  allowing  the  use 
of  prior  year  data,  protects  these  districts  for  only  one  year.  How  will  school  districts 
losing  their  military  students  as  a  result  of  base  closings  be  able  to  continue  provid- 
ing quality  educations  to  those  students  remaining  without  these  federal  funds? 
Charleston,  SC  will  lose  9,677  military  students,  McGuire  AFB,  NJ  3,300  and  KI 
Sawyer  AFB,  MI  2,354,  according  to  BRAC  estimates. 
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CONCLUSION 


Public  Law  81-874  was  passed  during  the  Truman  presidency,  and  affirmed  the 
Federal  Government's  responsibility  for  its  actions.  President  Harry  Truman  is  re- 
membered to  have  said,  "the  buck  stops  here."  He  accepted  the  responsibility  for  his 
actions.  The  Federal  Government  also  must  continue  to  accept  responsibility  for  its 
actions.  The  government  makes  decisions  on  where  military  installations  and  per- 
sonnel are  to  be  located.  The  government,  therefore,  should  reaffirm  its  obligation 
to  "provide  financial  assistance  for  those  local  educational  agencies  upon  which  the 
United  States  has  placed  financial  burden"  as  stated  in  Public  Law  81-874.  The 
Federal  Government  owes  no  less  to  its  military  families  in  1993  than  it  did  in 
1950! 

NMFA  believes  that  Impact  Aid  funding  should  consider  the  amount  of  money  a 
school  district  cannot/does  not  receive  because  of  the  presence  of  military  children. 
Included  in  the  consideration  would  be  the  amount  of  land  removed  from  the  tax 
rolls  versus  the  totally  taxing  authority  of  the  school  district;  the  amount  of  per- 
sonal tax  (including  license  fees,  etc.)  that  are  not  collected  by  the  local  taxing  dis- 
trict because  of  the  Soldiers'  and  Sailors'  Relief  Act;  the  percent  of  the  total  enroll- 
ment that  are  military  children;  and  the  percent  of  the  school  district's  budget  that 
depends  on  Impact  Aid  funds.  NMFA  supports  full  funding  of  the  resulting  deficit 
to  provide  a  basic  quality  education  for  military  children. 

Senator  GORTON.  Thank  you  very  much.  You  know,  it  is  very 
easy  to  see  the  impact  on  school  districts  of  large  numbers  of  in- 
coming students.  What  is  a  little  bit  more  difficult,  I  think,  for  us 
to  see  is  the  impact  on  school  districts  which  are  losing  students. 

Why  is  it?  What  is  the  justification  for  continuing  payments  for 
winding  down  for  3  or  4  years  after  a  base  is  closed,  for  example, 
and  the  great  bulk  of  the  military  students  have  gone? 

Ms.  AHL.  Well,  this  is — it  is  sometimes  hard  to  see,  because  we 
are  getting  the  same  situation  with  the  Department  of  Defense 
schools  overseas.  And  people  are  saying,  well,  why  isn't  the  money 
going  down  quicker? 

Because  you  still  have  to  serve  x  number  of  students  who  are 
left.  And  many  times,  educating  smaller  numbers  requires  still  the 
same  amount  of  teachers,  the  same  amount  of  equipment.  You  still 
have  to  have  a  science  lab.  Maybe  you  do  not  need  as  many  sinks, 
computers,  you  know,  whatever  is  used  in  a  science  lab 

Senator  GORTON.  Well,  in  many  cases,  you  will  not  need  as  many 
schools. 

Ms.  Ahl.  That  is  true.  And  over  the  years  I  think,  yes,  the  cost 
will  come  down.  But  the  3(e)  program  of  impact  aid  was  meant  to 
last,  I  believe,  a  3-year-period  during  that  drawdown  time  as  they 
lost  the  students,  but  before  they  could  start  actually  closing  the 
doors. 

We  are  more  concerned,  primarily,  right  now  about  the  incoming 
students  and  the  "b"  students. 

Senator  Gorton.  I  must  say  I  share  that  concern.  I  would  like 
to  thank  all  of  you.  You  have  done  a  wonderful  job  here  on  varied 
subjects  and  we  appreciate  your  contribution. 

STATEMENT  OF  CONSTANTINE  W.  CURRIS,  ON  BEHALF  OF  AMERI     *N 
ASSOCIATION  OF  STATE  COLLEGES  AND  UNIVERSITIES 

Senator  Gorton.  Our  next  panel  will  include  Curris,  Penney, 
Soult,  Mattocks,  and  Dull. 

Who  is  Dr.  Curris?  We  will  start  with  you.  I  know  that  you  are 
the  president  of  the  University  of  Northern  Iowa  and  I  am  asked 
by  the  chairman,  Senator  Harkin,  to  extend  his  apologies  for  his 
inability  to  be  here  today.  But  he  tells  you,  as  one  of  his  constitu- 
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ents,   he   will   read  your  testimony   personally,   individually.    So 
maybe  you  get  two  for  the  price  of  one.  So  we  will  start  with  you. 

Dr.  Curris.  Thank  you,  Senator.  I  am  honored  to  appear  before 
you  today  on  behalf  of  the  American  Association  of  State  Colleges 
and  Universities  and  the  National  Association  of  State  Universities 
and  Land  Grant  Colleges. 

These  two  organizations  represent  40  percent  of  all  the  students 
in  postsecondary  education  and  over  75  percent  of  all  the  students 
attending  4-year  colleges  and  universities. 

You  have  copies  of  my  testimony.  Allow  me  just  to  highlight 
some  key  points. 

Senator  Gorton.  Yes;  it  is  in  the  record. 

Dr.  Curris.  Increased  funding  for  need  based  student  financial 
assistance  is  the  top  priority  of  these  two  organizations.  Achieving 
this  goal  will  expand  educational  opportunities  for  more  low-income 
students  and  strengthen  the  Nation's  investment  in  its  work  force. 

Preventing  reduction  in  campus-based  programs  is  likewise  a  key 
priority.  We  are  very  concerned  that  proposed  student  aid  cuts  of 
$273  million  and  chances  in  the  President's  budget  request,  will  se- 
verely exacerbate  the  growing  imbalance  between  grants  and  loans 
and  will  discourage  many  low-income  Americans  from  pursuing 
postsecondary  education. 

The  ratio  of  loans  to  grants  in  fiscal  year  1992  was  2  to  1.  We 
are  now  projecting  that  that  ratio  will  increase  to  3  to  1,  $3  in 
loans  for  every  $1  in  grant. 

Loans  have  all  but  replaced  grants  as  the  mechanism  for  defin- 
ing assess  to  our  Nation's  aspiring  college  students.  For  the  minor- 
ity and  low-income  students,  it  has  become  virtually  the  only  op- 
tion. 

We  want  to  note  that  the  loan  to  grant  ratio  is  moving  in  the  op- 
posite direction  of  that  which  was  enunciated  by  congressional  law 
makers  during  last  year's  reauthorization  activity. 

We  view  the  Federal  Pell  grant  program  as  the  backbone  of  stu- 
dent financial  aid  and  is  the  most  important  Federal  program  in 
support  of  broad  access.  Despite  its  central  role  in  promoting  equal 
opportunity,  the  program  has  suffered  a  steady  decline  in  purchas- 
ing power.  The  Pell  grant  maximum  has  declined  22  percent  in 
constant  dollars  since  1980.  That  year,  Pell  awards  covered  40  per- 
cent of  average  college  costs.  Today  it  covers  only  23  percent. 

We  recommend  that  the  maximum  award  for  the  Federal  Pell 
grant  be  increased  by  $100  and  restored  to  the  fiscal  year  1992 
funding  level  of  $2,400.  We  also  recommend  that  attention  be  given 
to  chances  that  need  to  be  made  for  which  supplemental  funding 
this  year  will  result  in  long-term  gains. 

The  next  area  that  I  want  to  talk  about  in  financial  aid,  Senator, 
the  Federal  campus-based  programs.  We  must  not  decrease  the 
campus-based  aid  programs  in  order  to  reduce  the  dependence  of 
needy  students  on  borrowing  as  a  means  of  financing  their  edu- 
cation. 

The  budget  request  prematurely  attempts  to  collapse  the  three 
campus-based  programs  into  one.  We  propose  that  for  fiscal  year 
1994  the  proposed  cuts  of  $200  million  in  campus-based  programs 
and  the  10-percent  community  service  requirement  be  withdrawn 
and  that  funding  be  restored. 
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It  is  ironic  to  me  that  a  request  is  made  to  reduce  by  $90  million 
or  15  percent  of  the  Federal  campus  work  study  program  that  will 
result  in  between  80  and  90,000  students  not  having  the  oppor- 
tunity to  work  on  campus. 

The  irony  is  that  the  same  time  we  are  proposing  funding  to 
allow  students  who  have  borrowed  money  to  work  after  college  to 
pay  off  their  loans,  we  are  trying  to  deny  80  to  90,000  students  the 
opportunity  to  pay  for  their  college  education  without  taking  a 
loan. 

We  also  recommend  the  restoration  of  the  full  $72  million  for 
SSIG. 

PREPARED  STATEMENT 

Last,  beyond  student  financial  aid,  we  call  your  attention  to  one, 
the  proposed  recommendation  for  funding  increase  for  the  TRIO 
program;  two,  the  importance  of  funding  title  V  to  achieve  excel- 
lence in  teacher  education;  and  third,  the  importance  of  title  XI, 
the  Urban  Community  Service  Grant  Program  that  will  address 
major  needs. 

Thank  you,  sir. 

Senator  GORTON.  Thank  you  very  much,  Dr.  Curris. 

[The  statement  follows:] 

Statement  of  Constantine  W.  Curris 

Mr.  Chairman,  members  of  the  Committee,  I  am  Constantine  Curris,  President 
of  the  University  of  Northern  Iowa  in  Cedar  Falls,  Iowa.  I  am  honored  to  appear 
before  you  today  on  behalf  of  AASCU  and  other  associations  to  present  our  fiscal 
year  1994  funding  recommendations  for  the  U.S.  Department  of  Education. 

Increased  funding  for  need-based  student  financial  assistance  is  our  top  priority 
for  fiscal  year  1994  appropriations.  Achieving  this  goal  will  expand  education  oppor- 
tunities to  more  low-income  students  and  strengthen  the  nation's  investment  in  its 
future  workforce.  We  are  very  concerned  that  the  proposed  student  aid  cuts  of  $273 
million  and  changes  in  the  President's  fiscal  year  1994  budget  request  will  severely 
exacerbate  the  growing  imbalance  between  grants  and  loans  and  will  discourage 
many  low-income  Americans  from  pursuing  a  postsecondary  education.  The  ratio  of 
loans  to  grants  in  fiscal  year  1992  was  2:1 — adding  several  new  programs  resulting 
from  the  passage  of  the  Higher  Education  Act  of  1992,  the  ratio  of  loans  to  grants 
will  increase  to  3:1.  An  increase  of  more  than  $5  billion  in  new  loan  volume  is  an- 
ticipated by  the  U.S.  Department  of  Education  for  fiscal  year  1994. 

Loans  have  all  but  replaced  grants  as  the  mechanism  for  defining  access  to  our 
nation's  aspiring  college  students.  For  our  nation's  minority  and  low  income  stu- 
dents, the  only  option  available  for  them  to  pursue  a  postsecondary  education  is  to 
accept  the  fact  that  taking  a  loan  is  required.  While  loan  to  grant  ratios  move  in 
the  opposite  direction  to  that  posited  by  Congressional  lawmakers  during  reauthor- 
ization, the  fabric  of  access  and  equity  in  our  student  financial  aid  system  is  being 
torn  apart.  We  need  some  assurance  that  this  kind  of  pernicious  erosion  will  not 
continue  unconstrained. 

Federal  Pell  Grant  Program 

We  view  the  Federal  Pell  Grant  Program  as  the  backbone  of  our  student  financial 
aid  system,  and  as  the  most  important  federal  program  in  support  of  broad  access 
to  higher  education.  Despite  its  central  role  in  promoting  equal  opportunity,  how- 
ever, the  program  has  suffered  a  steady  decline  in  terms  of  the  purchasing  power 
it  provides  for  its  recipients.  The  Pell  grant  maximum  has  declined  22  percent  in 
constant  dollars  since  1980:  that  year  the  Pell  award  covered  40  percent  of  average 
college  costs;  it  now  covers  only  23  percent.  I  should  hasten  to  add  that,  paradox- 
ically, program  costs  soared  during  that  same  period,  from  $2,157  billion  in  fiscal 
year  1980  to  in  excess  of  $5,583  billion  in  fiscal  year  1992.  The  variety  of  demands 
made  on  the  program,  the  economic  recession,  and  changes  implemented  in  last 
year's  reauthorization  to  expand  eligibility  to  substantially  larger  numbers  of  mid- 
dle-income students,  have  clearly  placed  the  program  under  severe  stress,  and  in- 
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creased  the  cost  of  its  adequately  funding.  The  President's  budget  takes  account  of 
this  stark  reality,  and  incorporates  legislative  changes  to  the  program  as  a  means 
of  controlling  its  cost.  In  formulating  these  changes,  we  do  not  believe  that  the  ad- 
ministration had  sufficient  time  to  target  the  necessary  authorizing  changes  in  the 
most  efficient  manner,  and  has  proposed  changes  that,  on  balance,  will  have  a  more 
adverse  impact  on  the  neediest  recipients.  We  believe  that  the  administration  is 
very  much  on  the  right  track  in  making  recommendations  for  change,  but  would  like 
to  offer  a  set  of  changes  that  would  enable  you  to  actually  increase  the  Pell  maxi- 
mum back  to  the  $2,400  it  was  in  fiscal  year  1992. 

For  fiscal  year  1994,  we  recommend  that  the  maximum  award  for  the  Federal  Pell 
Grant  be  increased  by  $100  and  returned  to  its  fiscal  year  1992  funding  level  of 
$2,400.  The  increase  in  cost  to  achieve  this  award  level  is  estimated  to  be  between 
$300  and  $350  million. 

Proposed  legislative  changes 

As  part  of  our  package  of  recommended  changes,  we  urge  you  to  rectify  the  in- 
equitable and  unintended  dislocation  of  certain  sub-groups  of  Pell  recipients.  Two 
categories  of  current  low-income  recipients,  dependent  students  who  work  and  sin- 
gle independent  students,  will  see  draconian  reductions  in  their  Pell  grants  as  a  re- 
sult of  changes  made  to  the  need-analysis  provisions  of  the  1992  amendments. 
These  changes  disfranchised  these  neediest  of  students  while  at  the  same  time  driv- 
ing up  the  cost  of  the  program  by  substantially  increasing  the  participation  of  high- 
er-income students  in  the  program.  We  believe  that  simple  changes,  even  on  a  tem- 
Eorary  one-time  basis,  can  be  enacted  as  part  of  this  year's  appropriations  bill  to 
oth  address  these  inequities  and  reduce  the  net  cost  of  the  program  and  allow  the 
authorizing  committees  time  to  act.  To  this  end  we  would  like  to  ask  you  for  an  ad- 
ditional Federal  Pell  Grant  funding  increase  of  $80  million,  which,  along  with  our 
forthcoming  legislative  changes,  would  partially  remedy  the  need  analysis  problem 
for  fiscal  year  1994,  improve  the  program's  fiscal  stability,  and  better  target  its  al- 
ready strained  resources. 

We  see  no  evidence  that  would  support  the  proposed  recommendation  to  allow  the 
Secretary  to  require  100  percent  institutional  verification  of  all  aid  applicants  and 
recipients  using  IRS  sources.  The  Department  of  Education  initiated  a  Quality  As- 
surance verification  project  to  allow  institutions  to  use  their  own  best  methodology 
to  verify  data  submitted  by  students  and  parents  in  support  of  student  aid.  We  urge 
you  to  deny  the  Secretary  the  authority  to  impose  a  100  percent  verification  require- 
ment. We  believe  the  use  of  alternative  verification  methods  demonstrated  in  the 
Department's  Quality  Assurance  project  will  adequately  protect  the  federal  fiscal  in- 
terest without  imposing  unnecessary  administrative  burdens  on  institutions. 

Federal  Pell  grant  shortfall 

The  Congressional  Budget  Resolution  and  the  President's  fiscal  year  1994  budget 
request  assumed  the  passage  of  the  Economic  Stimulus  package,  which  included  $2 
billion  for  the  Pell  Grant  Shortfall.  The  package  did  not  pass.  We  understand  that 
alternatives  for  addressing  this  shortfall  are  under  consideration.  In  resolving  the 
shortfall,  we  urge  you  not  to  penalize  current  or  future  program  participants.  The 
use  of  fiscal  year  1994  budget  authority  to  pay  off  the  shortfall  would  erode  other 
programs'  funding  and  render  any  increases  in  existing  programs  impossible. 

Federal  campus  based  programs 

We  must  increase  not  decrease  the  campus-based  aid  programs  in  order  to  reduce 
the  dependence  of  needy  students  on  borrowing  as  a  means  of  financing  their  edu- 
cation. The  budget  request  prematurely  attempts  to  collapse  the  three  campus  based 
programs  into  one,  and  requires  that  not  less  than  10  percent  of  their  overall  alloca- 
tion be  used  to  pay  students  employed  in  community  service  activities.  Such  a  re- 
quirement would  severely  limit  the  workload  flexibility  of  students  who  now  work 
between  classes  or  for  a  few  hours  at  a  time.  Community  service  activities  are  im- 
portant but  to  impose  this  activity  as  part  of  the  Federal  Campus  Based  Programs 
is  inappropriate.  In  fact,  we  do  not  believe  that  a  proposal  to  substantially  reform 
the  Federal  Campus  Based  Programs  should  even  be  considered  without  first  mak- 
ing a  commitment  to  stabilize  grant  funding  for  the  Federal  Pell  Grant  program. 
We  propose  that  for  fiscal  year  1994,  the  proposed  cuts  of  $200  in  campus  based 
programs,  and  the  10  percent  community  service  requirement  be  withdrawn  by  the 
Administration. 

State  student  incentive  grants 

We  are  dismayed  that  the  President's  budget  request  proposes  to  zero  out  funding 
for  the  SSIG  program.  We  recommend  restoration  of  the  full  $72  million  for  SSIG. 
The  SSIG  program  provides  for  the  maximum  leverage  of  federal  dollars  to  over 
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650,000  students,  targets  aid  at  the  neediest  of  students,  helps  accomplish  the 
President's  community  service  goals,  and  attracts  state  student  aid  dollars  that 
might  otherwise  not  be  made  available.  AASCU's  recently  released  Report  of  the 
States  illustrates  that  states  are  still  experiencing  serious  cutbacks  in  basic  support. 
Higher  education  has  absorbed  $7.7  billion  in  funding  losses  when  appropriations, 
midyear  budget  cuts  and  inflation  are  calculated.  States  rely  upon  tne  SSIG  pro- 
gram and  match  federal  funds  with  their  own  state  appropriations  to  help  reduce 
the  impact  on  needy  students  enrolled  in  public  and  independent  colleges  and  uni- 
versities. 

TRIO 

The  six  Special  Programs  for  Students  from  Disadvantaged  Backgrounds  are  also 
vital  aspects  of  the  strategy  for  expanding  postsecondary  opportunities.  Currently 
the  program  only  serves  about  10  percent  of  the  eligible  population.  The  TRIO  pro- 
grams identify  qualified  students  from  low-income  families  and  help  them  to  become 
first-generation  college  students  by  providing  information,  counseling,  tutoring  and 
support  to  prepare  them  for  college,  and  to  help  them  stay  in  college  once  enrolled. 
We  are  supportive  of  the  President's  request  to  increase  funding  for  these  programs 
by  $10.5  million,  to  a  total  of  $398.5  million  for  fiscal  year  1994. 

We  fully  understand  the  dual  objectives  of  reducing  the  nation's  deficit  and  invest- 
ing in  the  nation's  human  resources  shared  by  the  Congress  and  the  President.  Our 
recommendations  reflect  a  balance  between  these  two  laudable  objectives.  Our  con- 
cern expressed  in  this  statement  is  that  gains  in  reducing  the  deficit  should  not  be 
achieved  at  the  expense  of  our  nation's  poorest  and  most  needy  students.  Our  na- 
tion's future  rests  on  our  ability  to  provide  those  most  in  need  with  the  educational 
opportunities  to  enjoy  participation  in  this  society  as  full  partners  and  educated  citi- 
zens. 

APPROPRIATION  RECOMMENDATIONS  FOR  TITLES  IN  THE  HIGHER  EDUCATION  ACT  OTHER 

THAN  TITLE  IV 

Title  V 

The  President's  budget  request  maintains  current  services  for  the  Paul  Douglas 
Teacher  Scholarships  program,  and  the  Christa  Mcauliffe  Fellowship  program.  We 
urge  the  Committee  to  provide  start-up  funding  for  the  newly  authorized  State  and 
Local  Programs  for  Teacher  Excellence  that  was  enacted  as  part  of  last  year's  Reau- 
thorization of  the  Higher  Education  Act,  and  authorized  for  $350  million. 

Title  VI 

We  urge  the  Committee  to  restore  funding  for  International  Education  and  For- 
eign Language  Study  in  addition  to  start-up  funding  for  the  new  Institute  for  Inter- 
national Public  Policy.  The  Institute  will  establish  a  key  program  to  increase  the 
numbers  of  African  Americans  and  other  under-represented  minorities  in  inter- 
national service. 

Title  VIII 

The  Fund  for  the  Improvement  of  Postsecondary  Education  encourages  the  re- 
form, innovation  and  improvement  of  postsecondary  education.  Two-thirds  of  our  na- 
tion's institutions  of  higher  education  apply  for  a  FIPSE  grant  each  award  cycle.  We 
are  supportive  of  the  president's  budget  request  that  includes  an  increase  of  $2  mil- 
lion, to  $17.9  million  for  the  FIPSE  program  for  fiscal  year  1994. 

Title  IX 

We  must  strengthen  the  Department's  capacity  to  address  two  important  national 
needs:  the  projected  shortage  of  Ph.D.'s  in  all  disciplines  and  the  underrep- 
resentation  of  women  and  minorities  in  graduate  and  professional  programs  and  the 
careers  to  which  they  provide  access.  We  support  the  President's  request  to  increase 
funding  for  all  graduate  programs,  including  $8  million  for  Graduate  assistance  in 
areas  of  national  need. 

Title  XI 

Notwithstanding  our  unilateral  and  unequivocal  priority  for  funding  of  student  fi- 
nancial aid  programs,  we  urge  the  Committee  to  consider  increasing  by  $4.5  million 
the  funding  for  the  Urban  Community  Service  Grant  program  to  $14  million  for  fis- 
cal year  1994.  Last  year  the  Department  received  108  grants  and  awarded  16  grants 
for  three-year  projects.  Department  officials  agreed  that  over  3  times  as  many  could 
have  been  funded,  and  that  this  was  the  best  group  of  grant  applications  in  higher 
education  incentive  programs  for  the  last  20  years.  Funding  the  Community  Service 
program  at  $14  million  for  fiscal  year  1994  would  provide  enough  funds  to  complete 
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the  three  year  commitment  for  the  first  class  of  grants,  fully  fund  the  second  year 
of  the  next  class  of  programs,  and  add  six  to  eight  new  projects. 

STATEMENT    OF    SHERRY   H.    PENNEY,    ON    BEHALF    OF   AMERICAN 
COUNCIL  OF  EDUCATION 

Senator  GORTON.  Dr.  Penney? 

Dr.  Penney.  Thank  you  very  much,  Mr.  Chairman.  On  behalf  of 
the  16  associations  listed  on  my  written  testimony,  I  am  represent- 
ing today  the  8,000  higher  education  institutions  in  the  United 
States  to  testify  regarding  the  urgent  need  to  reassert  a  priority  for 
Federal  financial  aid  as  has  my  colleague. 

Clearly,  if  this  Nation  is  to  turn  the  economy  around  and  have 
the  educated  work  force  which  it  must  have,  it  must  have  economic 
financial  aid,  particularly  for  the  economically  disadvantaged  in 
our  country. 

Our  colleges  and  universities  attach  very  great  importance  to  re- 
versing the  decline  in  the  Pell  Grant  Program,  retaining  the  SSIG 
program  and  preventing  the  erosion  of  the  Supplemental  Grant 
Program,  the  College  Work  Study  Program,  and  the  Perkins  Loan 
Program. 

We  are  dismayed  that  the  historic  commitment  to  equalizing  ac- 
cess to  higher  education  begun  with  the  GI  bill  seems  now  to  be 
unraveling.  A  recent  joint  statement  by  the  American  Association 
of  University  Professors,  the  American  Counsel  on  Education,  the 
American  Federation  of  Teachers,  AFL-CIO,  and  the  National  Edu- 
cation Association  observed: 

The  financial  crisis  is  having  an  immediate  and  far-reaching  effect  on  every  aspect 
of  access  and  quality.  Disturbing  but  unmistakable  evidence  indicates  that  as  a  re- 
sult, students  are  tailoring  their  education  choices  not  to  their  educational  needs 
and  career  goals,  but  to  a  search  for  the  cheapest  institution,  the  quickest  course 
of  study  and  the  least  oppressive  debt  burden. 

To  pay  the  bills,  many  students  are  cutting  back  their  courses  to 
accommodate  heavy  workloads,  others  withdraw,  and  many  simply 
drop  out. 

First  the  Pell  Grant  Program;  we  urge  you  here  to  make  sure 
that  the  shortfall  does  not  put  a  burden  on  the  students.  This  fall, 
some  525,000  students  above  the  age  of  24  with  no  parental  income 
to  rely  upon,  will  find  that  their  eligibility  has  been  eliminated. 
And  another  675,000  will  find  that  their  awards  have  been  re- 
duced. 

Finally,  the  Pell  Grant  Program  has  also  been  weakened  by  the 
lack  of  purchasing  power  of  the  grant,  as  mentioned  by  my  col- 
league. A  second  major  problem  with  the  President's  budget  is  the 
proposed  reduction  of  14.6  percent  in  the  campus  aid  programs, 
supplemental  educational  opportunity,  work  study,  Perkins  loan, 
and  the  State  incentive  grants. 

Campus-based  programs  have  played  a  critical  role  in  the  course 
of  study  and  have  helped  to  minimize  excessive  debt  burdens  for 
many,  many  students.  We  need  to  see  these  restored. 

Although  I  am  testifying  today  on  behalf  of  the  associations,  I  am 
most  familiar  with  the  institution  I  represent,  the  University  of 
Massachusetts  in  Boston,  something  like  Western  Washington  Uni- 
versity. 
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It  is  a  campus  with  many,  many  economically  disadvantaged  stu- 
dents. They  have  seen  their  charges  go  up  194  percent  in  the  last 
4  years  as  our  State  support  has  declined. 

I  thought  I  would  tell  you  about  one  student.  She  is  a  single 
mother  with  a  4-year-old  daughter,  a  B-minus  average,  1  year  to 
finish.  The  change  in  financial  aid  next  year  will  mean  that  she 
will  have  to  spend  $1,700  more  in  loans,  but  supplement  the  $4,000 
she  has  already  taken  out  in  loans  just  to  finish  that  final  year. 

One  other  story,  my  director  of  financial  aid  at  my  campus  is  a 
former  welfare  mother  who  now  has  a  master's  degree  and  has 
paid  back  much  more  in  taxes  than  we  ever  paid  for  her  to  get  her 
through  college. 

It  is  these  kind  of  students  we  are  very  concerned  about.  So  I 
would  like  to  leave  you  with  four  recommendations. 

Account  for  the  Pell  grant  shortfall  of  $2.2  billion  in  budget  au- 
thority in  a  manner  that  does  not  impact  on  the  discretionary 
budget  cap. 

Two,  at  the  very  least,  provide  for  a  fully  funded  $2,300  Pell 
grant  award,  with  no  eligibility  restrictions. 

Three,  reject  the  proposed  elimination  of  the  State  student  incen- 
tive grant  and  retain  it's  fiscal  year  1993  appropriation. 

PREPARED  STATEMENT 

Four,  reverse  the  cuts  and  provide  inflation  increases  above  the 
1993  appropriation  for  the  supplemental  educational  opportunity 
grants,  college  work  study,  Perkins  loan. 

In  closing,  I  would  like  to  thank  you  and  repeat  that  I  think  it 
is  vital  for  the  country  to  help  our  most  economically  disadvan- 
taged students  complete  college. 

[The  statement  follows:] 

Statement  of  Dr.  Sherry  H.  Penney 

Mr.  Chairman  and  members  of  the  subcommittee,  on  behalf  of  13  higher  edu- 
cation associations,  I  am  grateful  to  have  an  opportunity  to  testify  this  morning  on 
behalf  of  the  urgent  need  to  reassert  a  priority  for  student  financial  assistance  in 
the  fiscal  year  1994  Labor,  Health  and  Human  Services,  and  Education  appropria- 
tion bill.  Because  we  wish  to  dedicate  this  testimony  exclusively  to  the  critical  prob- 
lems facing  student  financial  assistance,  a  separate,  written  statement  will  be  devel- 
oped outlining  our  concerns  regarding  the  remainder  of  the  non-Title  IV  higher  edu- 
cation programs. 

Each  of  the  undersigned  associations  acknowledges  the  need  to  reduce  the  deficit 
through  a  combination  of  equitable  spending  cuts,  instituting  new  taxes,  and  curb- 
ing the  growth  in  mandatory  spending,  while  selectively  enhancing  programs  that 
will  spark  a  new  era  of  American  economic  vitality  and  social  progress.  Regrettably, 
the  Administration's  fiscal  year  1994  budget  for  higher  education  falls  short  of  the 
mark.  A  proposed  net  increase  of  only  0.2  percent  for  the  higher  education  programs 
of  the  Department  of  Education  surely  is  among  the  harshest  treatment  of  any  cat- 
egory of  domestic  discretionary  spending  within  the  budget  as  a  whole.  We  believe 
it  to  be  extremely  shortsighted. 

Our  3,200  colleges  and  universities  attach  very  great  importance  to  reversing  the 
decline  in  the  Pell  Grant  program,  retaining  the  SSIG  (State  Student  Incentive 
Grant)  program,  and  preventing  erosion  in  the  Supplemental  Grant  program 
(SEOG),  the  College  Work-Study  program  (CWS),  and  the  Perkins  Loan  program. 
We  are  profoundly  dismayed  that  the  historic  commitment  to  equalizing  access  to 
higher  education,  begun  in  1944  with  the  GI  bill  and  now  embodied  by  the  Title 
rV  programs,  is  unraveling.  Put  bluntly,  policies  being  pursued  with  respect  to  stu- 
dent financial  assistance  seem  to  us  to  be  increasingly  incompatible  with  the  na- 
tion's best  interests  and  future  well-being. 
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A  recent  joint  statement  by  the  American  Association  of  University  Professors,  the 
American  Council  on  Education,  the  American  Federation  of  Teachers,  AFL-CIO, 
and  the  National  Education  Association  observed,  "*  *  *  the  financial  crisis  is  hav- 
ing an  immediate  and  far-reaching  effect  on  every  aspect  of  access  and  quality  in 
higher  education  *  *  *  Disturbing  but  unmistakable  evidence  indicates  that,  as  a 
result,  students  are  tailoring  their  educational  choices,  not  to  their  true  academic 
interests  and  career  goals,  but  to  a  search  for  the  cheapest  institution,  the  quickest 
course  of  study,  and  the  least  oppressive  debt  burden.  To  pay  the  bills,  many  stu- 
dents are  cutting  back  their  courses  to  accommodate  heavy  work  schedules;  others 
withdraw,  hoping  to  return,  or  simply  drop  out." 

In  reviewing  the  President's  budget  proposals  for  student  financial  assistance,  we 
find  a  number  of  serious  shortcomings  that  can  be  divided  into  two  basic  areas. 
First,  the  Pell  Grant  program — the  nation's  most  important  student  aid  program — 
remains  a  subject  of  very  grave  concern.  As  the  members  of  this  Committee  know, 
the  Pell  Grant  program  now  faces  a  funding  shortfall  of  $2.2  billion  resulting  from 
mis-estimates  of  the  cost  of  the  program  in  the  past.  While  the  President's  stimulus 
package  attempted  to  address  the  shortfall,  the  failure  of  that  legislation  could  re- 
sult in  substantial  program  cuts  for  the  financially  neediest  college  students. 

A  second  problem  in  the  Pell  Grantprogram  is  an  unintended  result  of  last  year's 
Higher  Education  Act  Amendments.  This  fall  some  525,000  students  above  the  age 
of  24  with  no  parental  income  to  rely  upon  will  find  their  eligibility  has  been  elimi- 
nated, and  another  675,000  will  find  their  awards  reduced  by  an  average  of  $630 
as  a  result  of  the  new  rules.  Many  of  those  who  will  be  affected  are  single  parents 
trying  to  raise  a  family,  maintain  a  job  and  get  an  education  at  the  same  time. 

The  Pell  Grant  program  also  is  affected  by  major  legislative  changes  proposed  in 
the  President's  budget.  These  include  the  imposition  of  a  minimum  student  con- 
tribution, the  lowering  of  the  minimum  student  award  from  $400  to  $200,  and  a  pro- 
posal to  permit  the  Secretary  to  unnecessarily  increase  verification  of  Pell  Grant  ap- 
plications by  institutions.  While  these  changes  would  save  $563  million,  they  would 
lower  awards  for  thousands  of  students  and  would  greally  increase  the  paperwork 
and  regulatory  burdens  for  institutions. 

Finally,  the  Pell  Grant  program  has  been  greatly  weakened  because  of  the  erosion 
in  the  purchasing  power  of  the  maximum  grant.  The  President's  budget  proposes 
a  $2,300  maximum  grant  level  for  the  second  consecutive  year.  If  approved,  this 
would  mean  that  the  maximum  award  increased  by  a  mere  $550  in  the  15  years 
between  1979  and  1994.  In  1979,  the  Pell  Grant  maximum  award  covered  46  per- 
cent of  costs;  a  $2,300  maximum  award  would  cover  only  19  percent  in  1994.  For 
far  too  many  of  our  neediest  students,  this  places  a  college  education  further  and 
further  beyond  their  grasp. 

The  second  major  problem  in  the  Clinton  budget  is  the  proposed  reduction  of  14.6 
percent  in  each  of  the  campus-based  aid  programs:  the  Supplemental  Educational 
Opportunity  Grant,  College  Work-Study,  and  Perkins  Loans,  and  the  proposed 
elimination  of  the  SSIG  program.  Since  most  students  are  forced  to  rely  on  multiple 
forms  of  aid — especially  as  the  value  of  the  Pell  Grant  continues  to  erode — these 
cuts  greatly  exacerbate  the  shift  we  see  occurring  away  from  need-based  grant  as- 
sistance at  a  cost  of  reduced  access  for  students. 

As  the  eligible  population  served  by  Peal  Grants  has  grown  to  encompass  the  need 
for  short-term  career  training,  campus-based  aid  eligibility  has  remained  more  nar- 
rowly focused  on  students  at  degree-granting  two-  and  four-year  institutions.  Cam- 
pus-based aid  funds  have  played  a  critical  role  in  helping  to  defray  the  costs  associ- 
ated with  a  lengthier  course  of  study,  have  helped  to  minimize  excessive  student 
debt  burdens,  and  compensate  for  the  phase-out  of  Social  Security  educational  bene- 
fits in  the  1980's.  The  SSIG  program  is  the  only  federal  student  aid  program  that 
encourages  states  to  increase  their  commitment  to  need-based  student  aid.  Last 
year,  it  proved  to  be  the  sole  factor  in  preventing  several  states  from  cutting  back 
on  such  assistance.  We  believe  that  a  reduction  in  the  campus-based  aid  programs 
and  elimination  of  SSIG  would  greatly  magnify  the  effects  of  the  proposed  reduc- 
tions in  the  Pell  Grant  program  because  campus  financial  aid  officers  would  lack 
the  means  to  address  the  unanticipated  impact  of  the  changes  to  Pell.  The  proposed 
legislative  change  to  require  each  institution  to  use  10  percent  of  its  campus-based 
allocation  for  community  service  compounds  the  difficulty  with  the  President's  re- 
quest, since  a  student  unable  to  perform  service  would  be  deprived  of  aid  he  or  she 
might  otherwise  receive. 

I  cannot  tell  you  strongly  enough  how  worried  I  am  about  the  impact  of  the 
changes  that  the  President  has  proposed  for  student  financial  assistance.  Although 
I  am  testifying  on  behalf  of  several  associations,  I  am  most  familiar  with  the  institu- 
tion where  I  am  Chancellor,  the  University  of  Massachusetts  at  Boston.  In  the  last 
5  years,  because  of  severe  state  budget  cuts,  tuition  and  curriculum  fees  at  my 
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school  have  increased  by  165  percent.  The  percentage  of  students  who  receive  finan- 
cial aid  has  increased  sharply.  Many  of  these  students  are  adults  who  need  a  better 
education  to  improve  their  family's  standard  of  living.  Without  the  help  of  the  fed- 
eral student  aid  programs,  many  of  these  students  would  be  forced  to  drop  out  of 
school.  With  these  programs,  these  same  students  have  a  good  chance  to  complete 
their  education  and  realize  their  dreams.  And,  when  they  realize  their  dreams,  they 
will  also  help  our  nation  achieve  our  own  dream  of  continued  economic  growth  and 
social  progress. 

We  appreciate  that  as  appropriators,  you  shoulder  the  awesome  responsibility  of 
making  difficult  decisions,  and  we  know  that  the  choices  you  must  make  in  this  sub- 
committee may  be  especially  painful.  But  we  ask  that  decisions  about  Title  IV  pro- 
grams be  driven  not  by  false  confidence  about  the  pre-eminence  of  U.S.  higher  edu- 
cation, but  by  a  genuine  concern  for  ensuring  that  our  neediest  students  have  access 
to  our  institutions.  To  that  end,  we  make  the  following  recommendations: 

Account  for  the  $2.2  billion  Pell  Grant  shortfall  in  a  manner  that  does  not  impact 
the  fiscal  year  1994  discretionary  budget  cap,  or  result  in  reduced  awards  for  stu- 
dents. 

At  the  very  least,  provide  for  a  fully  funded  $2,300  Pell  Grant  award  with  no  eligi- 
bility restrictions  or  legislative  changes.  Since  we  place  such  a  high  premium  on  in- 
creasing the  maximum  award,  we  urge  consideration  for  returning  the  Pell  Grant 
maximum  to  its  fiscal  year  1991  level  of  $2,400  if  funds  permit,  or  with  legislative 
changes  we  would  aid  you  in  developing  if  need  be. 

Reject  the  proposed  elimination  of  the  State  Student  Incentive  Grant,  and  retain 
its  fiscal  year  1993  appropriation. 

Reverse  the  cuts  and  provide  inflation  increases  above  the  fiscal  year  1993  appro- 
priation for  the  Supplemental  Educational  Opportunity  Grant,  College  Work-Study, 
and  Perkins  Loans,  and  disallow  the  legislative  proposal  to  require  10  percent  of 
campus-based  aid  to  be  allotted  to  community  service. 

Senator  Gorton.  Thank  you  very  much,  Dr.  Penney.  Most  of  my 
family  are  from  Boston  and  I  am  familiar  with  your  campus.  I 
thank  you  for  those  examples. 

Our  staff  informs  us  here,  for  those  of  you  who  are  interested, 
that  yesterday  the  comparable  committee  in  the  House  of  Rep- 
resentatives or  subcommittee  in  the  House  of  Representatives 
added  $160  million  to  the  Pell  grant,  the  shortfall,  as  a  part  of  a 
regular  supplemental  bill. 

That  is  not  huge,  but  it  is  a 

Dr.  Penney.  It  is  the  right  direction. 

STATEMENT  OF  WILLIAM  M.  SOULT,  PRESIDENT,  NATIONAL  SCHOOL 
BOARDS  ASSOCIATION 

Senator  GORTON.  Next  is  William  Soult.  That  is  not  the  way  the 
marshal  of  France  pronounced  his  name,  I  suspect. 

Mr.  SOULT.  That  was  my  great-great  grandfather  and  he  pro- 
nounced it  Soult.  But  when  we  immigrated,  it  became  Soult. 

Senator  Gorton.  It  is  your  turn. 

Mr.  SOULT.  Thank  you,  Senator,  for  the  opportunity  to  testify.  I 
am  William  Soult,  president  of  the  National  School  Boards  and  an 
elected  member  of  the  St.  Vrain  Valley  Board  of  Education  in 
Longmont,  CO. 

I  am  here  to  ask  the  committee's  support  for  making  investment 
in  education  a  top  priority  in  the  fiscal  year  1994  budget. 

We  local  school  board  members  applaud  President  Clinton's  deci- 
sion to  make  major  investments  in  our  Nation's  children  and  youth 
and  in  school  reform  initiatives  in  his  fiscal  year  1994  budget. 

But  in  several  areas,  we  urge  this  committee  to  do  better  than 
what  the  President  requests. 

First,  we  need  a  significant  increase  in  funds  for  school  districts 
coping  with  the  growing  numbers  of  immigrant  students.  Immi- 
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grant  students  frequently  require  a  full  range  of  not  only  edu- 
cational services,  but  language,  health,  and  social  services. 

The  U.S.  Department  of  Education  estimates  that  school  districts 
enroll  700,000  children  eligible  for  $350  million  under  the  Emer- 
gency Immigrant  Education  Assistance  Act,  yet  fiscal  year  1994 
budget  requests  freezes  the  program  at  $29.5  million. 

In  addition,  less  than  310,000  of  an  estimated  2.3  million  limited 
English  proficient  children  receive  services  through  the  Bilingual 
Education  Act.  NSBA  urges  appropriating  at  least  $112  million 
more  for  those  programs  this  year. 

Second,  the  President's  request  provides  the  two  largest  Federal 
education  programs,  chapter  1  and  IDEA,  with  increases  sufficient 
only  to  maintain  current  service  levels.  We  recommend  at  least  a 
10-percent  increase  for  chapter  1,  to  regain  the  momentum  toward 
full  funding  and  to  serve  all  eligible  children. 

Likewise,  we  recommend  at  least  $250  million  for  part  B  of  IDEA 
to  increase  the  Federal  share  of  costs  for  special  education  of  chil- 
dren with  disabilities. 

Third,  we  strongly  object  to  proposed  cuts  in  impact  aid,  chapter 
II  school  improvement  grants  and  vocational  education.  Previous 
panel  testimony  talked  about  impact  aid,  but  impact  aid  does  en- 
sure that  local  communities  are  not  unfairly  affected  by  Federal  ac- 
tivities and  should  not  be  cut. 

Chapter  II  programs  and  vocational  education  programs  play  a 
vital  role  in  assisting  school  reform  at  the  local  level.  We  rec- 
ommend restoring  funding  for  chapter  II  to  at  least  $500  million 
and  providing  at  least  $150  million  more  for  vocational  education, 
including  tech  prep. 

And  finally,  in  our  disappointment  in  the  failure  of  the  Presi- 
dent's supplemental  appropriation  request  for  education  programs, 
we  urge  the  President  and  Congress  to  try  again  to  include  the 
$735  billion  for  a  chapter  1  summer  program  and  for  census  adjust- 
ment. 

PREPARED  STATEMENT 

These  funds  should  also  be  included  in  the  fiscal  year  1994  ap- 
propriations. And  as  elected  local  school  board  members,  we  do  rec- 
ognize that  the  President  and  this  committee  face  significant  fiscal 
restraints,  just  as  we  do  in  our  local  school  districts.  We  can  ascer- 
tain and  assert  that  only  if  we  make  education  our  country's  top 
investment  priority,  can  we  assure  all  citizens'  well-being  into  the 
21st  century. 

Thank  you  again  for  the  opportunity  to  present  testimony. 

Senator  Gorton.  Dr.  Soult,  thank  you  very  much  for  participat- 
ing with  us. 

[The  statement  follows:] 

Statement  of  William  M.  Soult 

INTRODUCTION 

I  would  like  to  thank  Senator  Harkin  and  the  other  Committee  members  for  the 
opportunity  to  testify  today  on  the  education  appropriations  for  fiscal  year  1994.  I 
am  William  M.  Soult,  President  of  the  National  School  Boards  Association  (NSBA) 
and  a  member  of  the  St.  Vrain  Valley  Board  of  Education  in  Longmont,  Colorado. 
NSBA  represents  the  97,000  local  school  board  members  across  the  country  who  set 
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policy  for  our  nation's  public  schools.  Over  95  percent  of  school  board  members  are 
elected  and  thus  they  are  accountable  to  their  constituents  for  the  prudent  operation 
and  fiscal  management  of  local  districts.  They  are  keenly  interested  in  adequate  fed- 
eral funding  for  education  and  in  this  Committee's  work.  As  public  officials  they  can 
effectively  make  educational  policy  decisions  without  consideration  to  their  personal 
or  professional  interests. 

THE  PRESIDENT'S  ECONOMIC  PLAN  AND  HIS  FISCAL  YEAR  1994  BUDGET 

Local  school  board  members  are  very  excited  by  President  Clinton's  strong  com- 
mitment to  public  education.  NSBA  applauds  his  decision  to  make  major  invest- 
ments in  our  nation's  children,  especially  his  plan  to  devote  a  total  of  $9  billion  in 
new  money  to  education  by  fiscal  year  1997.  This  economic  program  represents  a 
major  and  very  welcome  shift  of  resources  toward  life-long  learning.  Over  the  next 
four  years  school  board  members  look  forward  to  working  with  President  Clinton, 
Secretary  of  Education  Riley  and  you,  our  elected  leaders  in  Congress,  to  achieve 
these  investment  goals. 

We  also  support  many  aspects  of  the  President's  fiscal  year  1994  Budget  Request 
such  as  $660  million  in  new  investments  earmarked  for  school  reform,  a  Safe 
Schools  initiative,  teacher  and  professional  development,  and  an  urban-rural  initia- 
tive, as  well  as  strong  funding  levels  for  Head  Start  and  youth  apprenticeships. 
These  are  much  needed  and  long  overdue  initiatives  that  can  help  our  nation's  chil- 
dren become  productive,  well-educated  workers  and  citizens. 

We  were  greatly  disappointed  by  the  failure  of  the  Senate  to  pass  the  President's 
economic  stimulus  package  containing  over  $4  billion  for  children  and  youth  pro- 
grams. We  urge  the  President  and  Congress  to  try  again  and  to  include  funds  for 
Chapter  1  summer  programs,  census  adjustment,  and  immigration.  Only  if  we  make 
education  our  country's  top  priority  can  we  maintain  our  economic  competitiveness 
and  our  technological  prowess  during  the  21st  Century. 

NSBA'S  CONCERNS  ABOUT  THE  FISCAL  YEAR  1994  BUDGET  REQUEST 

While  we  are  supportive  of  the  President's  overall  investment  plan,  we  also  have 
some  serious  concerns  about  his  fiscal  year  1994  Budget  Request.  First,  the  $735 
million  recommended  in  fiscal  year  1993  stimulus  spending  for  a  Chapter  1  summer 
program  and  census  adjustment  is  not  repeated  in  the  fiscal  year  1994  budget.  Sec- 
ond, major  programs  in  current  law  like  Chapter  1,  Special  Education,  and  Bilingual 
Education  will  grow  in  fiscal  year  1994  only  at  a  rate  sufficient  to  maintain  current 
services.  Third,  while  about  $660  million  is  proposed  in  new  funds  for  school  reform 
initiatives,  this  is  offset  by  over  $160  million  in  unjustifiable  cuts  in  Impact  Aid, 
Chapter  2,  and  Vocational  Education  programs.  Given  these  concerns,  local  school 
board  members  urge  the  Committee  to  approve  funding  levels  significantly  above 
the  President's  fiscal  year  1994  request  to  insure  that  schools  will  be  able  to  con- 
tinue to  make  vital  educational  improvements. 

NSBA'S  RECOMMENDATIONS  FOR  THE  FISCAL  YEAR  1994  APPROPRIATIONS  BILL 

NSBA  also  would  like  to  offer  the  Committee  several  specific  funding  rec- 
ommendations based  on  what  local  education  policy  makers  believe  should  be  our 
nation's  highest  priorities  for  investment. 

Immigrant  education  assistance  and  bilingual  education 

America  has  always  been  a  nation  of  immigrants.  During  our  country's  history, 
immigrants  have  both  helped  build  America's  industrial  strength  and  helped  protect 
us  from  aggressors.  The  new  generation  of  immigrants,  just  like  their  predecessors, 
wish  to  enjoy  the  freedom  and  economic  opportunity  that  America  offers.  Immigrant 
students  are  eager  to  learn  but  frequently  they  require  a  full  range  of  educational, 
language,  health,  and  social  services.  Meeting  these  extraordinary  needs  places  an 
enormous  burden  on  the  schools  and  adversely  affects  the  quality  of  education  for 
all  students  in  these  communities.  In  California  it  is  not  unusual  for  more  than  half 
the  students  in  a  district  to  have  limited  proficiency  in  English.  And  in  Dade  Coun- 
ty, Florida,  for  each  foreign-born  refugee  student,  the  county  incurred  unreimbursed 
costs  of  $474  per  student,  and  more  than  a  quarter  of  all  students  are  foreign-born. 

The  fiscal  year  1994  Budget  Request  would  freeze  the  emergency  immigrant  edu- 
cation program  at  $29.5  million.  Yet  the  U.S.  Department  of  Education  estimates 
that  school  districts  enroll  700,000  children  who  are  eligible  for  grants  of  up  to  $500 
each,  a  total  of  $350  million.  In  addition,  less  than  310,000  of  an  estimated  2.3  mil- 
lion children  with  limited-English  proficiency  receive  services  through  the  Bilingual 
Education  Act.  NSBA  is  recommending  at  least  a  50  percent  increase  in  funding  for 
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both  programs  this  year.  NSBA  also  believes  that  the  Immigrant  Education  Act 
needs  to  be  replaced  by  a  new  program  of  adequate  size  and  scope  to  address  the 
pressing  needs  of  the  communities  impacted  by  U.S.  foreign  policy  and  our  national 
immigration  laws. 

Chapter  1 

Chapter  1,  the  largest  federal  education  program,  is  dedicated  to  providing  dis- 
advantaged children  with  extra  educational  assistance  so  they  can  achieve  their  full 
potential.  Since  its  inception  in  1965,  Chapter  1  has  produced  valuable  gains  in  edu- 
cational achievement  for  these  children.  As  improvements  are  made  in  the  program 
during  the  reauthorization  process,  it  will  become  even  more  effective.  But  current 
funding  levels  still  leave  millions  of  eligible  children  unserved. 

The  fiscal  year  1994  Budget  Request  provides  a  funding  increase  of  six  percent 
for  Chapter  1.  But,  as  the  Committee  knows,  in  fiscal  year  1993,  Chapter  1  basic 
grants  were  actually  reduced  $75  million  below  the  previous  year's  levels.  Therefore, 
NSBA  urges  the  Committee  to  allow  for  real  program  growth  by  providing  at  least 
a  ten  percent  increase  to  regain  the  momentum  toward  full  funding  which  this  Com- 
mittee established  in  previous  years.  In  addition,  a  fiscal  year  1993  supplemental 
appropriation  of  $735  million  for  a  Chapter  1  summer  program  and  for  census  ad- 
justment should  be  enacted,  and  those  funding  levels  also  should  be  included  in  fis- 
cal year  1994  to  ensure  continuation  of  vital  educational  services  for  disadvantaged 
children. 

Special  education 

Our  country  can  take  enormous  pride  because  we  are  now  insuring  that  individ- 
uals with  disabilities  have  equal  access  to  public  education.  But,  just  as  the  federal 
government  has  accepted  its  programmatic  responsibilities  to  these  individuals,  we 
nope  it  also  will  begin  to  accept  its  financial  responsibility.  Under  Part  B  of  the  In- 
dividuals with  Disabilities  Education  Act  (IDEA),  the  federal  government  committed 
itself  to  supporting  40  percent  of  the  costs  of  special  education  of  children  with  dis- 
abilities. NSBA  is  urging  the  Committee  to  move  toward  its  commitment  by  provid- 
ing an  increase  of  at  least  $250  million  for  Part  B  of  IDEA. 

Vocational  and  technical  education 

The  President  is  asking  our  vocational  schools  to  perform  a  key  role  in  school-to- 
work  transitions  and  in  preparing  our  economy  for  the  competitive  marketplace  of 
the  21st  century.  President  Clinton  is  asking  these  schools  to  provide  non-college 
bound  students  with  the  high  level  of  skills  and  technological  proficiency  that  Amer- 
ican businesses  need.  But  many  of  our  technical  and  vocational  schools  have  been 
starved  for  resources  for  more  than  a  decade.  Nevertheless,  they  can  rise  to  this 
challenge  but  only  if  we  provide  them  with  the  resources  they  need.  If  we  do,  we 
can  then  have  the  highly  skilled  workforce  needed  to  compete  with  Germany,  Japan, 
and  our  other  trading  partners.  NSBA  recommends  an  increase  of  $150  million  in 
vocational  education,  including  the  Tech-Prep  program. 

Impact  Aid 

The  Impact  Aid  program  insures  that  localities  are  not  unfairly  affected  by  federal 
activities.  Many  districts  bear  the  responsibility  of  educating  federally-connected 
children  but  are  deprived  of  the  resources  they  would  have  if  these  students  were 
children  of  private  sector  workers.  Unfortunately  the  fiscal  year  1994  Budget  Re- 
quest would  phase  out  reimbursements  for  "b"  students  from  the  program,  the  com- 
ponent based  on  parents  who  work  or  live  on  government  property.  Such  a  draco- 
nian  move  would  pose  a  major  hardship  for  many  communities  and  could  lead  to 
reduced  educational  opportunities  for  these  children.  NSBA  urges  that  the  Commit- 
tee insure  undiminished  federal  support  for  Impact  Aid. 

Chapter  2  school  improvement 

Chapter  2  school  improvement  funds  have  been  used  to  support  many  innovative 
school  improvement  and  reform  initiatives.  For  fiscal  year  1994,  the  President  is 
proposing  to  cut  Chapter  2  funding  by  $20  million.  NSBA  urges  the  Committee  to 
restore  Chapter  2  to  a  level  of  $500  million  to  enable  localities  to  carry  out  systemic 
reforms  and  achieve  our  nation's  educational  goals. 

CONCLUSION 

The  President  and  your  Committee  must  make  difficult  funding  choices  and  face 
many  significant  restraints.  Although  NSBA  has  offered  several  specific  rec- 
ommendations, we  would  like  to  reiterate  that  we  applaud  both  the  President's  and 
your  Committee's  sincere  commitment  to  education.  The  President's  commitment  to 
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investing  in  the  needs  of  children  and  youth  is  clear,  but  we  strongly  urge  you  to 
increase  the  priority  for  key  education  programs  in  the  fiscal  year  1994  budget. 

STATEMENT  OF  DR.  T.  CHRIS  MATTOCKS,  SUPERINTENDENT,  EDAHO 
FALLS  PUBLIC  SCHOOLS,  DDAHO  FALLS,  ID,  ON  BEHALF  OF  THE 
AMERICAN  ASSOCIATION  OF  SCHOOL  ADMINISTRATORS 

Senator  Gorton.  Dr.  Mattocks? 

Dr.  Mattocks.  Good  morning,  Mr.  Chairman.  And  without  it 
counting  against  my  time,  I  would  like  to  bring  you  greetings  from 
one  of  your  constituents,  my  daughter,  who  lives  in  the  Greenwood 
section  in  northwest  Seattle  and  works  at  Fred  Hutchinson  Cancer 
Institute,  and  is  a  very  happy  resident  of  your  State. 

Senator  GORTON.  It  is  a  wonderful  institution;  and  that  certainly 
will  not  count  against  your  time. 

Dr.  Mattocks.  Thank  you,  Mr.  Chairman.  My  name  is  Chris 
Mattocks,  and  I  am  superintendent  of  schools  in  Idaho  Falls,  ID, 
and  I  am  here  today  as  chairman  of  the  Federal  Policy  and  Legisla- 
tion Committee  of  the  American  Association  of  School  Administra- 
tors, to  present  the  views  of  our  18,000  members,  as  your  chief  ex- 
ecutive officers  in  your  local  school  districts.  I  would  also  like  to 
add  that  the  American  Association  of  School  Personnel  Administra- 
tors and  their  2,000  members  concurs  with  our  views,  and  would 
appreciate  the  opportunity  to  present  written  testimony  for  the 
record. 

Senator  GORTON.  It  will  be  included. 

Dr.  MATTOCKS.  Thank  you,  Mr.  Chairman.  We  realize  that  these 
are  dangerous  economic  times.  We  have  a  tremendous  Federal  debt 
facing  us,  and  the  budget  wall  are  coming  down  in  between  the 
various  budget  categories.  We  think  this  is  a  time  to  take  a  serious 
relook  at  what  we  are  doing  with  the  money  that  the  taxpayers 
send  to  the  Nation's  Capital. 

We  no  longer  need  to  justify  spending  $20  billion  to  protect  the 
country  of  Norway  from  who  knows  what;  and  instead,  we  need  to 
contemplate  and  turn  our  energies  and  dollars  to  our  most  valuable 
national  resource,  our  children. 

Carol  Rasco,  Assistant  to  the  President  for  Domestic  Policy,  said 
it  is  the  administration's  policy,  will  be  guided  by  these  basic  prin- 
ciples, one  of  which  every  American  child  should  have  the  oppor- 
tunity to  develop  to  his  or  her  full  potential.  And  my  remarks 
today,  Mr.  Chairman,  get  to  that  developing  each  and  every  child 
to  their  full  potential. 

If  our  children  grow  up  with  no  hope  for  a  better  tomorrow,  if 
they  continue  to  be  educated  based  on  a  system  of  financing  that 
produces  the  "Savage  Inequalities"  unfolded  so  dramatically  by  au- 
thor Jonathan  Kozol,  then  our  future  as  a  democratic  republic  is 
in  serious  danger.  Children  already  account  for  the  largest  group 
living  in  poverty  in  our  Nation,  and  I  think  that  is  a  crime  in  itself. 

Crime  is  exploding,  and  our  new  prisons  cannot  be  built  fast 
enough.  What  kind  of  backward  thinking  would  place  new  prisons 
ahead  of  better  schools  and  services  for  children  and  families?  And 
parenthetically,  Mr.  Chairman,  it  is  interesting  to  note  that  the 
largest  percentage  of  growth  in  any  particular  population  in  our 
Nation  is  amongst  prisoners.  And  there  is  a  direct  link  between 
those  who  finish  high  school,  and  those  who  stay  out  of  prison,  and 
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we  need  to  remember  that,  that  a  dollar  spent  on  education  is  prob- 
ably a  dollar  that  will  not  have  to  be  spent  on  a  prisoner. 

Our  requests  are  simple,  Mr.  Chairman.  We  believe  that  you 
should  follow  the  President's  lead,  and  pass  that  $735  million  chap- 
ter 1  component  of  the  educational  summer  of  opportunity  supple- 
mental appropriations  bill.  Furthermore,  we  believe  you  should 
back  the  President  on  his  request  for  $500  million  in  added  funds 
for  Head  Start,  and  move  further  to  increase  the  salaries  and  train- 
ing of  Head  Start  Program  directors. 

We  also  believe  the  chapter  1  program  of  compensatory  aid  for 
disadvantaged  children  should  be  increased  by  at  least  6  percent, 
as  recommended  by  the  President,  to  a  level  of  $6.5  billion  for  local 
educational  agencies.  With  these  new  funds,  beyond  inflation,  the 
administration  will  be  able  to  bring  at  least  35,000  new  disadvan- 
taged children  into  the  program.  We  are  only  serving  over  one-half 
now.  This  would  enable  us  to  get  toward  60  percent. 

We  need  additional  increases  in  the  Individuals  With  Disabilities 
and  Education  Act,  which  was  woefully  underfunded.  I  have  a  ter- 
rible time  trying  to  explain  to  my  local  constituents  how  come  I 
continue  to  drain  money  off  of  their  tax  dollars,  to  pay  for  a  feder- 
ally mandated  program.  And  that  does  not  play  well  at  home.  We 
would  urge  you  to  provide  at  least  5.8  percent,  or  a  $159  million 
increase  requested  by  the  President,  in  this  Federal  program. 

Finally,  Mr.  Chairman,  we  urge  you  and  your  colleagues  to  find 
a  way  to  seriously  address  the  need  for  professional  development 
in  schools,  beginning  with  the  notion  that  if  a  trained  professional 
educator  knew  a  better  way  to  stimulate  learning,  he  or  she  would 
already  be  doing  it.  The  simple  fact  is,  Mr.  Chairman,  teachers  do 
not  learn  how  to  teach  by  going  to  college,  any  more  than  you 
learned  how  to  be  a  Senator  simply  by  winning  an  election.  It  is 
on-the-job  training  that  really  counts. 

PREPARED  STATEMENT 

And  we  would  ask  you  to  link  chapter  2  State  block  grants;  the 
Higher  Education  Act  of  title  V,  which  has  been  authorized  for 
many  years  but  never  funded;  and  a  potential  new  chapter  1  pro- 
fessional development  activity,  the  Eisenhower  math  and  science 
funds,  at  $28.6  million.  And  I  would  say  that  this  is  one  of  your 
best  programs  going  to  the  schools.  Math/science  grants  do  directly 
benefit  the  classroom  teacher. 

We  have  got  to  get  away  from  the  idea  of  top-down  management, 
Mr.  Chairman,  and  get  toward  helping  the  people  who  do  the  most 
with  children,  and  that  is  our  classroom  teachers.  Thank  you  for 
my  time. 

Senator  Gorton.  I  thank  you  very  much  for  that  testimony,  Dr. 
Mattocks. 

[The  statement  follows:] 

Statement  of  Dr.  T.  Chris  Mattocks 

Mr.  Chairman  and  members  of  the  subcommittee,  my  name  is  Dr.  Chris  Mattocks 
and  I  am  here  today  as  Chairman  of  the  Federal  Policy  and  Legislation  Committee 
of  the  American  Association  of  School  Administrators  to  present  the  views  of  our 
members,  the  chief  executive  officers  of  local  school  districts,  on  funding  for  edu- 
cation in  fiscal  year  1994. 
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I  realize  that  a  fantastic  and  nearly  incomprehensible  National  Debt  is  staring  us 
in  the  face,  but,  Mr.  Chairman,  it  was  not  spending  for  children,  for  their  health 
and  education  and  social  services  that  drove  up  that  Debt.  No,  it  came  about  due 
to  an  incredible  shift  in  priorities  regarding  where  this  nation  would  invest  its  cap- 
ital for  the  future  and  then  turned  to  borrowing  to  finance  this  foolish  investment. 

It's  time  for  schools  to  stop  saving  grocery  store  receipts  for  a  computer  or  two 
in  a  system  that  may  need  hundreds.  It's  time  to  re-think  our  priorities  and  to  look 
carefully  at  our  most  valuable  national  resource:  our  children. 

If  they  grow  up  with  no  hope  for  a  better  tomorrow,  if  they  continue  to  be  edu- 
cated based  on  a  system  of  financing  that  produces  the  Savage  Inequalities  unfolded 
so  dramatically  by  author  Jonathan  Kozol,  then  our  future  as  a  democratic  republic 
is  in  danger.  Children  already  account  for  the  largest  group  living  in  poverty  in  our 
nation.  Crime  is  exploding  and  our  new  prisons  can't  be  built  fast  enough.  What 
kind  of  backward  thinking  would  place  new  prisons  ahead  of  better  schools  and 
services  for  children  and  families? 

Our  requests  are  simple,  Mr.  Chairman.  We  believe  you  should  follow  the  Presi- 
dent's lead  on  Head  Start  and  move  further  to  increase  the  salaries  and  training 
of  Head  Start  program  directors. 

We  also  believe  the  Chapter  1  program  of  compensatory  aid  for  disadvantaged 
children  should  be  increased  by  at  least  six  percent,  as  recommended  by  the  Presi- 
dent, to  a  level  of  $6.5  billion  for  Local  Educational  Agencies.  With  these  new  funds 
beyond  inflation,  the  Administration  would  be  able  to  Dring  at  least  35,000  new  dis- 
advantaged children  into  the  program.  Chapter  1  is  a  program  that  is  serving  just 
over  half  of  the  young  people  eligible  for  its  services  right  now.  To  offer  less  or  to 
freeze  its  funding  would  actually  decrease  the  number  ofyoung  people  now  receiving 
the  extra  help  Chapter  1  provides.  And,  by  the  time  this  fiscal  year  1994  appropria- 
tion reaches  schools  next  summer,  the  Chapter  1  portion  of  the  Elementary  and  Sec- 
ondary Education  Act  will  have  been  placed  into  a  new  reauthorization. 

We  continue  to  plead  with  you  for  significant  increases  in  the  Individuals  with 
Disabilities  in  Education  Act,  which  is  woefully  underfunded.  A  factor  beyond  our 
control — increasing  medical  costs — is  driving  up  the  per-pupil  expenses  dramati- 
cally. We  all  know  how  our  health  system  is  spiraling  out  of  control,  and  it's  no  dif- 
ference for  schools  that  work  with  disabled  children.  In  fact  the  special  education 
Erogram  is  beginning  to  undermine  regular  education  programs,  as  state  and  local 
udgets  are  cut,  while  these  health  costs  rise. 

The  federal  government  promised  to  send  40  percent  of  the  average  cost  per  pupil 
in  this  program,  and  we  all  know  that  current  funding  levels  dont  even  approach 
10  percent.  We  want  to  serve  all  children  as  best  we  can,  and  we  desperately  need 
help  in  this  area,  particularly  as  new  childhood  diseases  and  syndromes  appear  in 
urban  and  suburban  and  rural  areas.  We  urge  you  to  provide  at  least  the  5.8  per- 
cent, $159  million,  increase  requested  by  the  President.  This  program,  however,  is 
a  ticking  time  bomb  in  nearly  every  school  district  in  the  nation.  Increases  need  to 
be  on  the  order  of  $1  billion  per  year,  if  we  really  expect  to  see  progress. 

Finally,  Mr.  Chairman,  we  urge  you  and  your  colleagues  to  find  a  way  to  seriously 
address  the  need  for  professional  development  in  schools,  beginning  with  the  notion 
that  if  a  trained  professional  educator  knew  a  better  way  to  stimulate  learning,  he 
or  she  would  already  be  doing  it. 

To  accomplish  task  we  urge  you  to  link:  The  Chapter  2  State  Block  Grant  (which 
the  President  wants  to  cut  by  $20  million  to  $415  million  and  we'd  like  to  see  at 
least  up  near  the  $500  million  level  that  the  Gramm/Latta  education  slash  of  1981 
left  behind);  Higher  Education  Act  Title  V  (State  Academies  for  School  Leaders — 
$70  million;  and  State  Academies  for  Teachers — $70  million)  for  site-based  Profes- 
sional Development  of  teachers  and  administrators;  a  potential  new  Chapter  1  pro- 
fessional development  activity;  Eisenhower  Math/Science  professional  development 
funds  ($252.6  million  or  a  2.7  percent  increase  in  the  President's  budget  in  grants 
to  states  and  $28.6  million  in  national  and  regional  research  funds);  and  any  other 
sources  of  professional  development  funds  for  educators  into  a  new  program  that 
will  help  teachers  in  classrooms  learn  how  to  perform  better.  We  all  know  that  the 
person  behind  that  closed  door  in  the  classroom  is  the  person  who  will  have  the 
most  impact  on  a  child's  life. 

Top  down  management  doesn't  work.  It  didn't  work  for  Sears,  it's  come  close  to 
killing  the  U.S.  auto  industry  and  practically  disintegrated  our  once-powerful  steel 
mills.  Start  with  the  teachers  who  are  in  constant  contact  with  the  children;  help 
formulate  local  school  committees  involving  parents  and  principals  and  teachers  and 
members  of  this  great  nation's  communities. 

If  we  begin  with  the  notion  that  you  build  from  the  bottom  up  and  one  step  at 
a  time,  we  at  AASA  are  convinced  we'll  all  see  progress  at  school  and  another  grain 
of  hope  for  the  future  of  this  country. 
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Thank  you. 

STATEMENT  OF  DR.  JACK  L.  DULL,  DIRECTOR  OF  EAST  ASIA  LAN- 
GUAGE AND  AREA  CENTER,  UNIVERSITY  OF  WASHINGTON;  ON 
BEHALF  OF  THE  UNIVERSITY  OF  WASHINGTON,  THE  ASSOCIA- 
TION OF  AMERICAN  UNIVERSITIES,  AND  THE  NATIONAL  ASSO- 
CIATION OF  STATE  UNIVERSmES  AND  LAND-GRANT  COLLEGES 

Senator  Gorton.  Dr.  Dull,  while  I  have  found  some  kind  of  an 
association  with  many  of  the  witnesses  here  today,  you  are  my  only 
constituent.  And,  as  a  consequence,  you  are  particularly  welcome, 
and  we  would  like  to  hear  your  message. 

Dr.  Dull.  Well,  thank  you  for  the  welcome.  And  before  the  green 
light  goes  on,  may  I  compliment  you.  I  think  you  proved  this  morn- 
ing what  some  members  of  the  American  public  doubt:  And  that  is 
that  Senators  can  tell  the  difference  between  $970  million  and 
$970,000.  [Laughter.] 

I  am  Jack  Dull,  director  of  the  East  Asia  Language  and  Area 
Center,  and  associate  professor  of  Chinese  History  at  the  Univer- 
sity of  Washington.  Thank  you  for  providing  the  opportunity  to  tes- 
tify on  the  international  education  programs  of  NDEA  title  VI  and 
the  Fulbright-Hays.  I  testify  on  behalf  of  my  university,  as  well  as 
the  Association  of  American  Universities,  and  the  National  Associa- 
tion of  State  Universities  and  Land-Grant  Colleges. 

In  addition,  a  shared  sense  of  urgency  regarding  the  ability  of 
the  United  States  to  deal  with  international  problems  has  drawn 
together  some  20  national  organizations  into  a  coalition  represent- 
ing most  of  the  spectrum  of  U.S.  higher  education,  and  its  inter- 
national education  community.  This  coalition  has  adopted  a  consen- 
sus position  on  the  fiscal  year  1994  funding  for  the  title  VI  and 
Fulbright-Hays  programs.  My  testimony  supports  those  rec- 
ommendations which  were  forwarded  by  the  coalition  to  your  sub- 
committee in  March. 

Let  me  note  that  we,  broadly  conceived  here,  appreciate  the  con- 
sistent support  by  Congress  for  these  programs,  in  spite  of  the  ef- 
forts of  several  administrations  to  eliminate  them.  However,  in 
spite  of  that  support,  the  Federal  effort  has  steadily  eroded  over 
the  course  of  the  last  two  decades  through  inflation,  devaluation  of 
the  dollar,  and  inadequate  funding. 

The  coalition's  proposal  identifies  funding  needs  based  on  exist- 
ing programs,  as  well  as  new  programs.  It  calls  for  a  total  increase 
of  about  $31  million,  which  includes  an  increase  of  about  $28.6  mil- 
lion for  the  11  title  VI  domestic  programs,  and  an  increase  of  about 
$2.2  million  for  the  four  Fulbright-Hays  overseas  programs.  The 
details  are  spelled  out  in  our  written  testimony,  and  I  will  not  go 
into  them  here,  would  not  have  time  anyway. 

We  also  recognize  the  challenges  Congress  faces  each  year  in  the 
appropriations  process.  If  it  proves  impossible  to  meet  these  needs, 
then  we  would  hope  that,  at  the  least,  there  would  be  a  restoration 
of  the  acquisition  of  the  foreign  periodicals  program,  section  607, 
which  is  proposed  for  termination  in  the  President's  fiscal  year 
1994  budget;  and  current  services  increases  in  existing  programs. 

Let  me  set  forth  as  examples  two  broad  areas  of  concern,  that 
are  so  urgent  as  to  warrant  the  enhanced  funding  we  seek  for  these 
15  programs.  First,  the  end  of  the  cold  war,  all  due  respect  to  the 
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preceding  speaker,  has  reduced  the  level  of  dreadful  threat;  but  it 
has  increased  the  number  of  threatening  situations. 

In  the  past,  we  focused  much  attention  on  training  Soviet  ex- 
perts. Now,  to  cover  some  of  the  territory,  some  of  the  same  terri- 
tory as  before,  we  need  experts  in  Russian,  Kazakh,  Uzbekh,  and 
other  inner-Asian  languages  and  area  studies.  Similarly,  the  anxi- 
ety level  is  high  regarding  the  Middle  East,  and  parts  of  South  and 
Southeast  Asia;  and  the  needs  are  comparable.  Thus,  for  security 
reasons,  we  need  to  prepare  ourselves  better  to  cope  with  the  post- 
cold  war  world. 

Second,  even  if  the  world  were  totally  at  peace,  the  United  States 
must  be  better  prepared  to  operate  in  an  era  of  new  challenges,  an 
era  of  new  economic  liberalization,  and  an  era  of  doors  increasingly 
open  to  capitalism.  American  citizens  can  best  prepare  themselves 
to  operate  in  an  international  economic  milieu  when  they  have  the 
kind  of  training  that  is  possible  under  these  programs.  We  must  be 
better  able  to  respond  to  growing  markets  around  the  world. 

Adequately  funded,  the  title  VI  programs  provide  the  means  by 
which  we  can  first  prepare  ourselves  to  deal  with  the  security  is- 
sues; and  second,  compete  successfully  in  this  increasingly  open 
and  interconnected  economic  world. 

PREPARED  STATEMENT 

But  our  international  expertise  is  losing  ground  rapidly,  as  the 
Sputnik  generation  retires  in  the  1990's.  Research  surveys  predict 
a  shortfall,  as  a  declining  number  of  specialists  in  the  pipeline  will 
not  replace  the  experts  who  are  retiring  in  this  decade. 

We  seek  the  kind  of  support  that  contributes  to  long-term  goals, 
to  the  training  of  a  new  generation  of  American  citizens.  In  other 
words,  we  need  long-term  investments  in  the  Nation's  good.  And 
we  believe  that  these  programs  are  excellent  investments  in  our  fu- 
ture. Thank  you. 

[The  statement  follows:] 

Statement  of  Jack  L.  Dull 

INTRODUCTION 

Mr.  Chairman  and  Members  of  the  Subcommittee,  I  am  Jack  L.  Dull,  Director  of 
the  East  Asia  Language  and  Area  Center  and  Associate  Professor  of  Chinese  history 
at  the  University  of  Washington.  Thank  you  for  providing  the  opportunity  to  testify 
on  Title  VI  of  the  Higher  Education  Act,  International  Education  Programs  and  Sec- 
tion 102(b)(6)  of  the  Mutual  Educational  and  Cultural  Exchange  Act  (Fulbright- 
Hays)  on  behalf  of  my  university  as  well  as  the  Association  of  American  Universities 
and  the  National  Association  of  State  Universities  and  Land-Grant  Colleges. 

I  appear  before  you  today  out  of  a  sense  of  urgency  about  the  United  States'  de- 
clining international  competence  against  a  backdrop  of  enormous  international  chal- 
lenges. This  sense  of  urgency  has  drawn  together  the  different  perspectives  of  some 
twenty  organizations  representing  most  of  the  spectrum  of  U.S.  higher  education, 
and  its  international  education  community,  into  a  single  consensus  position  on  fiscal 
year  1994  funding  for  Title  VI/Fulbright-Hays  102(b)(6).  My  testimony  supports 
these  recommendations  which  were  forwarded  to  your  Subcommittee  in  March. 

TITLE  VI  AND  FULBRIGHT-HAYS  102(BX6)  PROGRAMS  AND  FUNDING  HISTORY 

Mr.  Chairman,  over  the  years,  Title  VI/Fulbright-Hays  102(b)(6)  programs  have 
remained  the  federal  government's  primary  mechanism  for  meeting  the  nation's 
need  for  international  expertise  through  the  acquisition  of  knowledge  about  world 
areas  and  the  development  of  highly  educated  personnel  skilled  in  the  use  of  foreign 
languages  and  in  research  on  the  cultural,  economic,  social,  and  political  affairs  of 
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other  countries.  It  was  out  of  a  sense  of  national  crisis  about  U.S.  ignorance  of  other 
countries  and  cultures  that  the  Congress  originally  created  Title  VI  in  the  National 
Defense  Education  Act  of  1958  (later  to  become  Title  VI  of  the  Higher  Education 
Act),  and  Section  102(b)(6)  of  the  Mutual  Educational  and  Cultural  Exchange  Act 
of  1961  which  is  administered  by  the  U.S.  Department  of  Education  as  an  overseas 
complement  to  Title  VI. 

Each  of  the  fifteen  Title  VI  and  Fulbright-Hays  102(b)(6)  programs  has  been  care- 
fully crafted  over  several  decades  to  support  a  continuum  of  integrated  activities, 
from  entry  level  to  post-doctoral  research,  designed  to  ensure  a  pool  of  international 
expertise  for  the  nation.  This  interrelationship  underscores  the  need  for  funding  lev- 
els which  strengthen  each  program's  ability  to  maintain  its  link  in  the  pipeline. 

We  appreciate  the  consistent  support  shown  by  the  Congress  over  the  years,  espe- 
cially in  face  of  efforts  by  several  Administrations  to  eliminate  these  programs. 
However,  despite  the  critical  role  these  programs  serve  in  responding  to  national 
imperatives,  the  Federal  investment  has  steadily  eroded  in  the  last  two  decades 
through  inflation,  the  devaluation  of  the  dollar,  and  inadequate  funding. 

Title  VI/Fulbright-Hays  102(b)(6)  reached  a  funding  high  point  in  the  late  1960's. 
The  fiscal  year  1993  appropriation  of  $49.3  million  in  current  dollars  for  all  Title 
VI  programs  is  22  percent  below  the  fiscal  year  1967  level  of  $63.5  million  as  ex- 
pressed in  constant  1991  dollars.  But  the  fiscal  year  1993  figure  of  $33.2  million  in 
current  dollars  for  three  of  the  original  Title  VI  programs  (national  resource  centers 
(NRC's),  FLAS  fellowships  and  research)  is  50  percent  below  this  fiscal  year  1967 
peak  level.  The  approximately  1,055  FLAS  fellowships  awarded  in  fiscal  year  1992 
are  more  than  50  percent  below  the  2,300  awarded  in  fiscal  year  1967,  and  the  cur- 
rent stipend  level  continues  to  be  among  the  lowest  of  all  federally  funded  graduate 
fellowship  programs.  Similarly,  the  average  grant  to  the  NRCs  of  $167,000  in  fiscal 
year  1993  is  30  percent  below  their  fiscal  year  1967  level  in  constant  dollars  of 
about  $240,000. 

Likewise  for  Fulbright-Hays,  funding  has  declined  by  over  50  percent  since  the 
program's  high  point  in  fiscal  year  1967.  Many  well-qualified  projects  are  turned 
down  for  lack  of  funds.  For  example,  the  fiscal  year  1993  appropriation  enabled 
awards  to  only  9.9  percent  of  the  total  applicants  for  doctoral  research  abroad,  the 
largest  applicant  pool  ever  in  the  program  according  to  the  U.S.  Department  of  Edu- 
cation, when  nearly  50  percent  could  have  been  awarded  if  funds  had  been  avail- 
able. About  60-85  doctoral  researchers  are  sent  abroad  today,  whereas  in  the  pro- 
gram's early  years,  125-150  were  sent.  The  faculty  research  abroad  program  today 
funds  roughly  20  awards,  whereas  in  the  early  years,  50-70  were  funded. 

The  last  two  decades  have  witnessed  a  serious  decline  in  the  original  sense  of 
strong  federal  responsibility  for  the  nation's  international  expertise.  Today,  funding 
for  these  programs  represents  a  mere  0.18  percent  of  the  total  available  fiscal  year 
1993  budget  authority  for  the  U.S.  Department  of  Education.  Given  the  dramatic 
changes  in  the  world  order  and  their  implications  for  the  United  States  at  home  and 
abroad,  we  hope  that  the  funding  increases  in  the  last  few  years  reflect  a  renewed 
commitment  by  the  federal  government  to  help  reverse  the  decline  in  our  ability  to 
function  with  knowledge  and  understanding  in  the  international  arena. 

NEW  CHALLENGES 

Title  VI/Fulbright-Hays  102(b)(6)  funds  helped  to  establish  a  foundation  of  re- 
search and  knowledge  that  was  the  nation's  primary  source  of  international  exper- 
tise during  the  Cold  War.  Today,  however,  the  structures  on  which  U.S.  foreign  pol- 
icy has  been  based  since  the  beginning  of  the  Cold  War  have  collapsed.  The 
multipolarization  of  political  and  economic  power,  and  the  globalization  and 
interdependency  of  environmental,  health,  communications,  and  other  issues,  all 
point  to  an  uncertain  and  yet  undefined  new  world  condition,  creating  challenges 
for  the  1990s  far  greater  than  those  of  1958. 

One  such  challenge  is  the  critical  issue  of  regional  instabilities.  Problems  of  the 
new  world  "disorder,"  such  as  the  Upheavals  in  Somalia  and  the  former  Yugoslavia, 
are  calling  for  creative  nonmilitary  responses,  demanding  skills  in  conflict  resolution 
and  international  peace-keeping  mechanisms  as  well  as  an  understanding  of  the  so- 
cial, political,  and  economic  forces  in  the  region.  Moreover,  the  number  and  complex- 
ity of  such  challenges  have  been  moving  the  U.S.  and  other  developed  nations  to- 
ward multilateral  approaches  to  problem  solving.  These  developments  call  for  a  res- 
ervoir of  foreign  language,  area  and  other  international  expertise.  A  recent  example 
is  how  the  Title  VI  Middle  East  Resource  Centers  served  the  national  interest  dur- 
ing the  Persian  Gulf  crisis.  A  U.S.  Department  of  Education  survey  revealed  their 
important  role  in  providing  expertise  and  assistance  to  all  levels  of  government, 
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education  institutions,  national  and  international  organizations,  and  to  the  local,  na- 
tional and  international  media,  from  the  Ann  Arbor  News  to  Le  Figaro  in  Paris. 

A  second  area  of  unprecedented  challenge  is  the  world  wide  process  of  economic 
liberalization  in  which  nations  are  opening  their  doors  to  capitalism.  U.S.  business 
must  be  able  to  respond  affirmatively  and  with  international  expertise.  Title  VI  has 
been  serving  as  an  important  bridge  between  area  studies  and  the  corporate  world 
through  business  schools.  For  example,  the  University  of  South  Carolina's  Title  VI 
center  for  international  business  education  and  research  is  conducting  research  on 
what  factors  lead  to  successful  joint  ventures  between  U.S.  companies  and  those  in 
the  former  Soviet  Union.  Columbia  University's  center  is  working  jointiy  with  the 
State  Department's  Foreign  Service  Institute  to  develop  materials  for  training  U.S. 
embassy  commercial  attaches  on  recent  international  business/trade  developments. 

In  the  face  of  these  challenges,  our  international  expertise  is  losing  ground  rapidly 
as  the  "Sputnik"  generation  begins  to  retire  in  the  1990s.  Recent  surveys  predict 
a  shortfall  as  the  declining  number  of  specialists  in  training  will  not  be  able  to  re- 
place all  the  experts  retiring  in  this  decade.  (See  for  example,  Prospects  for  Faculty 
in  Area  Studies,  Stanford  University,  1991,  and  Prospects  for  Faculty  in  the  Arts 
and  Sciences:  A  Study  of  Factors  Affecting  Demand  and  Supply  1987-2012,  Prince- 
ton University,  1989)  The  1991  Stanford  survey,  published  before  the  collapse  of  the 
Soviet  Union,  found  that  "The  most  severe  losses  in  the  next  five  years  (over  40  per- 
cent) will  be  in  the  field  of  Soviet  and  East  European  studies  *  *  *.  This  outflow 
will  come  at  a  time  when  the  field  is  expecting  heightened  activity  as  a  result  of 
recent  and  ongoing  developments  in  the  USSR  and  Eastern  Europe."(pp.  78-9) 

ADMINISTRATION'S  FISCAL  YEAR  1994  BUDGET  REQUEST  FOR  TITLE  Vl/FULBRIGHT-HAYS 

102(B)(6) 

The  Administration's  fiscal  year  1994  budget  request  for  Title  VI  domestic  pro- 
grams recommends  a  reduction  of  $982,000  below  the  fiscal  year  1993  level.  This 
reduction  equals  the  fiscal  year  1993  funding  level  for  the  Acquisition  of  Foreign 
Periodicals  and  suggests  the  program's  termination  which  we  strongly  oppose.  The 
Fulbright-Hays  102(b)(6)  overseas  program  is  proposed  to  be  funded  at  the  fiscal 
year  1993  level.  Proposed  for  separate  appropriation  is  $4  million  in  start-up  fund- 
ing to  establish  a  newly  authorized  Institute  for  International  Public  Policy  for  mi- 
nority foreign  service  professional  development.  Funding  for  the  new  Part  C  is  wel- 
come. However,  in  the  midst  of  some  of  the  most  dramatic  global  transformations 
occurring  since  the  second  World  War,  one  must  question  the  Administration's  pro- 
posal to  reduce  funding  for  Title  VI  domestic  programs  below  the  fiscal  year  1993 
level  and  its  failure  even  to  maintain  a  current  services  budget  for  Fulbright-Hays, 
programs  supporting  precisely  those  activities  designed  to  provide  the  knowledge 
ana  skills  essential  to  understanding  those  transformations.  For  Title  VI  domestic 

Erograms  and  Fulbright-Hays  102(b)(6),  the  Administration's  budget  proposes  a  step 
ackwards. 

HIGHER  EDUCATION  FUNDING  COALITION'S  FISCAL  YEAR  1994  REQUEST 

Last  year,  Congress  acknowledged  the  international  competence  challenges  facing 
the  nation  and  the  Title  VI/Fulbright-Hays  102(b)(6)  programs  by  enacting  numer- 
ous amendments  to  strengthen  and  enhance  Title  VI  under  Public  Law  102-325. 
The  funding  coalition's  proposal  identifies  funding  needs  based  on  existing  pro- 
grams, as  well  as  on  new  programs.  It  calls  for  a  total  increase  of  $30.79  million 
which  includes  an  increase  of  $28,633  million  in  Title  VI  domestic  programs,  of 
which  $10  million  would  fund  new  program  starts,  and  an  increase  of  $2,157  million 
for  Fulbright-Hays  102(b)(6)  overseas  programs.  A  detailed  program  description  fol- 
lows. 

An  increase  of  $8.4  million  for  the  existing  105  national  resource  centers  (Sec. 
602(a))  would  permit  the  average  grant  to  increase  from  $167,000  in  fiscal  year  1993 
to  about  $240,000,  restoring  their  fiscal  year  1967  purchasing  power  and  enhancing 
their  capacity  to  produce  and  disseminate  international  expertise. 

An  increase  of  $3,233  million  for  FLAS  fellowships  (Sec.  602(b)(1))  would  restore 
last  year's  1.8  percent  cut,  as  well  as  permit  funding  of  roughly  80-100  additional 
fellowships  and  an  increase  in  the  average  academic  year  stipend  from  $8,000  to 
$9,000. 

The  same  level  of  funding  as  provided  in  fiscal  year  1993  is  requested  for  lan- 
guage resource  centers  (Sec.  603).  The  additional  funds  provided  in  fiscal  year  1993 
will  the  enable  an  increase  in  centers  this  year  from  3  to  4. 

Increased  funding  for  the  undergraduate  international  studies  and  foreign  lan- 
guage program  is  critically  needed  to  address  the  increasing  demands  by  employers 
and  professional  schools  for  graduates  with  an  international  dimension  in  their  un- 
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dergraduate  studies,  and  to  encourage  students  to  pursue  doctoral  study  in  the  less 
commonly  taught  international  fields.  Two  programs  in  Section  604  support  these 
activities:  (a)  An  increase  of  $1.8  million  for  Sec.  604(a)  would  enable  funding  of 
roughly  25-30  additional  grants  to  provide  incentives  for  developing  undergraduate 
international  education  programs,  and  (b)  $2  million  in  start-up  funding  is  needed 
for  a  new  Section  604(b)  to  strengthen  programs  of  demonstrated  excellence. 
$2  million  in  needed  start-up  funds  for  intensive  summer  language  institutes  (Sec. 

605)  would  allow  funding  of  roughly  10  institutes.  The  institutes  organize  a  critical 
mass  of  students  and  scarce  teaching  expertise  in  the  less-commonly  taught  lan- 
guages from  across  the  nation. 

A  $0.6  million  increase  in  the  international  research  and  studies  program  (Sec. 

606)  would  enable  funding  of  studies  to  assess  new  demands  for  international  exper- 
tise and  the  effectiveness  of  Title  VI  programs. 

A  $0.6  million  increase  for  the  acquisition  of  periodicals  and  other  research  mate- 
rials published  outside  the  U.S.  would  allow  implementation  of  the  amended  Sec. 
607  formerly  limited  to  foreign  periodicals.  This  much  needed  support  for  the  in- 
creasingly costly  collection  of  foreign  area  materials  is  important  for  Titie  VI  grant 
recipients  in  achieving  their  mission  of  developing,  maintaining,  and  disseminating 
up-to-date  foreign  area  knowledge  and  expertise.  The  need  for  this  program  is  high- 
lighted by  the  large  number  (42)  of  first  time  applications  for  the  initial  appropria- 
tion of  just  $500,000.  Eleven  awards  were  granted. 

$1  million  in  start-up  funds  is  needed  for  a  new  Sec.  610  to  support  American 
overseas  research  centers  which  provide  fellowships  and  logistical  support  for  Amer- 
ican scholars  conducting  advanced  research  abroad.  The  13  centers  currently  in  ex- 
istence have  been  successful  in  securing  funds  for  academic  programs,  but  the  scar- 
city of  operating  funds  threatens  their  continued  ability  to  support  the  growing 
number  of  American  institutions  in  need  of  their  services.  This  funding  would  as- 
sure the  survival  of  the  smaller,  newer  centers  and  the  continued  efficiency  of  the 
older,  more  established  centers. 

An  increase  of  $2.8  million  for  the  centers  for  international  business  education 
and  research  (Sec.  612)  is  needed  to  prevent  a  reduction  in  funding  for  the  majority 
of  centers.  Last  year  six  new  centers  were  created  at  grant  levels  considerably  below 
the  average  for  the  existing  centers.  With  level  funding  for  this  program  in  fiscal 
year  1993,  the  U.S.  Department  of  Education  cannot  provide  the  new  centers  with 
additional  sums  to  carry  out  statutory  mandates  without  reducing  the  grants  of  the 
previously  existing  centers.  The  scope  of  statutorily  mandated  center  activities  in- 
creased in  last  year's  reauthorization  to  include  responsibility  for  assisting  regional 
colleges  and  universities  in  their  efforts  to  internationalize  the  business  curriculum. 

An  increase  of  $1.2  million  for  the  undergraduate  business  and  international  edu- 
cation program  (Sec.  613)  would  allow  the  funding  of  roughly  15-20  meritorious 
grants  which  cannot  be  awarded  under  current  funding  levels.  Under  this  program 
colleges  and  universities  internationalize  the  business  curricula  as  well  as  provide 
exporting  and  outreach  services  for  small  and  medium-sized  businesses. 

$5  million  in  start-up  funding  is  needed  for  the  new  Part  C  to  establish  an  Insti- 
tute for  International  Public  Policy  to  increase  the  number  of  minority  students  pur- 
suing careers  in  the  international  arena. 

An  increase  of  $2,157  million  for  Fulbright-Hays  102(b)(6)  to  restore  last  year's 
2.6  percent  cut  and  enable  funding  of  roughly  50  more  grants  for  faculty  and  doc- 
toral dissertation  research  overseas,  and  additional  group  projects  and  research 
seminars  abroad.  The  program  is  crucial  for  developing  the  next  generation  of  the 
nation's  international  experts  who  have  foreign  language  competency  because  it  is 
the  principle  source  of  overseas  intensive  language  training  and  doctoral  research 
funding  for  U.S.  graduate  students. 

CONCLUSION 

Given  present  Federal  budgetary  constraints,  we  understand  the  challenges  Con- 
gress faces  yearly  in  the  appropriations  process,  but  hope  that  the  projected  decline 
in  the  number  of  our  international  experts  and  the  complexity  of  the  nation's  global 
challenges  will  prompt  a  renewed  priority  on  these  important  programs.  We  believe 
that  this  funding  request  addresses  urgent  national  priorities.  However,  if  the  Com- 
mittee is  unable  to  meet  these  requests,  we  would  hope  at  minimum  for  a  restora- 
tion of  the  Acquisition  of  Foreign  Periodicals  program  (Sec.  607)  and  current  serv- 
ices increases  to  existing  programs. 

Senator  Gorton.  Thank  you,  doctor.  How  many  title  VI  centers 
do  you  have  at  the  Jackson  School,  in  international  studies? 
Dr.  Dull.  Six.  Six,  sir. 
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Senator  Gorton.  What  is  that,  is  that  a  separate  one  for  each 
country? 

Dr.  Dull.  No;  not  each  country.  World  area.  I  am  director  of  the 
East  Asia  Languages  and  Area  Center,  and  that  includes  the  fac- 
ulty and  students  in  Chinese,  Japanese,  and  Korean  studies.  In  ad- 
dition then,  there  is  Southeast  Asia,  that  includes  a  host  of  South- 
east Asian  countries;  South  Asia  has  its  own  center;  Middle  East 
Center;  Russian  and  East  European  Center.  We  hope  that  there 
will  be  a  West  European  Center  funded  in  the  coming  competitive 
round. 

Senator  Gorton.  How  many  other  universities  are  there  around 
the  country  that  have  multiple  such  title  VI  centers? 

Dr.  Dull.  I  would  have  to  go  over  a  list  before  I  could  answer 
that  question.  There  is  only  one  that  has  as  many  as  we  do. 

Senator  Gorton.  Where  is  that? 

Dr.  Dull.  I  believe  it  is  Columbia;  might  be  Berkeley. 

Senator  Gorton.  How  does  having  these  centers  on  a  university 
campus  enhance  the  ability  of  the  university  to  train  students  for 
competence  in  these  languages  and  in  the  affairs  of  these  coun- 
tries? 

Dr.  Dull.  In  many  ways.  In  the  first  place,  the  center,  along 
with  the  centers  goes  the  foreign  language  and  area  scholarships, 
the  FLAS  program,  largely  for  graduate  students.  Those  programs 
make  sure  that  students  have  adequate  language  training,  first  in 
the  States,  and  then  usually  in  an  overseas  institution  of  some 
kind  for  additional  language  training.  The  programs  also  make  it 
possible  to  hire  some  of  the  people  who  teach  in  the  language  pro- 
grams, as  well  as  in  other  programs  as  well. 

This  Federal  money  is  very  important  for  the  leverage  it  gives 
us.  If  we  can  use  these  Federal  funds  to  establish  a  need  in  the 
law  school,  for  an  expert  in  Chinese  law,  the  university  will  then 
create  that  position  and  fund  that  position,  and  it  is  no  longer  car- 
ried on  the  center.  And  we  have  actually  done  this  in  business,  in 
law,  in  sociology,  and  in  the  language  departments. 

Senator  Gorton.  Now,  do  you  use  this  money  to  fund  exclusively 
American  students  in  these  international  matters,  or  do  you  have 
students  from  overseas  as  well? 

Dr.  DULL.  We  are  prohibited  by  law  from  funding  anybody  except 
American  citizens.  The  money  goes  exclusively  for  our,  I  mean, 
among  the  student  population,  only  American  citizens  can  qualify 
for  that  money. 

Senator  Gorton.  Dr.  Soult,  I  do  have  a  question  I  should  have 
asked  you  earlier.  Some  time  ago,  in  response  to  requests  from  the 
Washington  State  School  Board  Association,  I  was  one  of  many  co- 
sponsors  of  the  Link-up  for  Learning  Act.  In  these  requested 
fundings  to  which  you  testified,  are  they  consistent  with  that  legis- 
lation, do  you  know? 

Dr.  SOULT.  Yes;  they  are  consistent  with  that  legislation.  We  still 
pursue  that  as  one  of  our  major  goals. 

Senator  GORTON.  Fine.  Thank  you  very  much,  and  I  want  to 
thank  all  of  the  members  of  this  panel  for  their  testimony. 
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PREPARED  STATEMENT  OF  DR.  HERB  SALINGER,  EXECUTIVE  DIRECTOR, 
AMERICAN  ASSOCIATION  OF  SCHOOL  PERSONNEL  ADMINISTRATORS 

The  next,  and  last  panel  will  be:  Mr.  Cohodes,  Mr.  Healy,  Mr. 
Greaves,  Mr.  Preslock,  Mr.  Kahn,  and  Mr.  Stephens.  And  while 
they  are  coming  up  here,  I  would  like  to  announce  that  a  Dr.  Sal- 
inger, executive  director  of  the  American  Association  of  School  Per- 
sonnel Administrators,  came  here  all  the  way  from  Sacramento, 
CA,  today  to  present  testimony  for  the  record  to  this  subcommittee. 
We  are  delighted  to  include  this  testimony  in  the  record,  and  it  will 
be  seriously  considered.  We  do  regret  that  we  could  not  hear  from 
every  potential  witness. 

Dr.  Salinger.  Thank  you,  Senator. 

[The  statement  follows:] 

Statement  of  Dr.  Herb  Salinger 

Mr.  Chairman  and  members  of  the  subcommittee,  thank  you  for  this  opportunity 
to  share  this  testimony  with  you. 

My  name  is  Herb  Salinger.  I  am  the  Executive  Director  of  the  American  Associa- 
tion of  School  Personnel  Administrators.  Our  Association,  in  its  55th  year,  rep- 
resents administrators  and  staff  in  the  nation's  schools  that  are  in  the  personnel/ 
human  resources  field. 

Our  organization  shares  a  number  of  members  with  the  American  Association  of 
School  Administrators.  Our  leadership  supports  the  legislative  aims  of  that  Associa- 
tion shared  with  you  today. 

We,  as  an  Association,  recognize  the  tremendous  burden  placed  on  your  Commit- 
tee as  you  search  for  the  best  answers  for  the  nation's  children  and  youth  and 
adults  as  you  make  funding  decisions  related  for  1994. 

Our  Association  in  considering  your  responsibilities  is  going  to  testify  regarding 
one  major  area  of  your  deliberations. 

Our  members  are  particularly  interested  in  the  professional  development  needs  of 
employees  in  the  public  schools  across  America.  The  need  for  increased  funding  for 
professional  development  is  a  must. 

Our  Association  in  the  last  several  years  has  spent  much  time  in  responding  to 
the  National  Education  Goals.  We,  like  the  members  of  this  Committee,  want  to  im- 
prove education  in  the  nation's  classrooms.  At  the  same  time,  we  recognize  all  six 
goals  have  particular  implications  for  personnel  and  human  resources  staff.  In  many 
of  the  districts  across  this  country,  our  members  have  the  major  responsibility  relat- 
ed to  the  improvement  of  education  programs  and  delivery  systems  through  coordi- 
nation and  direction  of  professional  development  programs  in  school  districts  and 
other  education  agencies. 

We  can  be  more  specific  about  staff  development  programs.  Goal  1  stresses  the 
need  for  all  children  to  start  school  ready  to  learn  by  the  year  2000.  Many  of  the 
children  entering  our  nation's  classrooms  are  not  ready  for  the  classroom;  nearly  25 
percent  of  children  younger  than  six  years  were  living  in  poverty  in  1991.  Over 
100,000  children  go  to  sleep  homeless  every  night.  Two  million  seven  hundred  chil- 
dren were  reported  abused  or  neglected  in  1991,  378,000  infants  are  born  drug 
abused  each  year.  The  number  of  AIDS  cases  in  children  younger  than  15,  continues 
to  grow. 

In  addition,  the  number  of  children  in  our  classrooms  who  do  not  have  English 
as  a  primary  language  continues  to  increase. 

Our  Association  asks  are  all  these  at-risk  children  going  to  arrive  ready  to  learn 
at  the  classroom  door  by  the  year  2000? 

In  the  area  of  staff  development,  existing  employees  need  to  be  trained  in  multi- 
cultural understanding  and  how  to  be  effective  with  limited  or  non-English  speaking 
students.  Further,  they  need  to  know  how  best  to  work  with  children  in  classrooms 
who  are  victims  of  substance  abuse,  poverty,  homelessness,  dysfunctional  homes  and 
problems  which  relate  to  poor  nutrition  and  health  care. 

The  other  five  goals  have  major  staff/professional  development  requirements. 

Goal  2:  More  Graduates:  Staff  development  programs  are  needed  that  can  lead 
to  a  greater  holding  power  in  schools.  Programs  must  use  interventions  to  reduce 
alienation  toward  the  school  and  improve  school  climate.  There  must  be  develop- 
ment of  teaching  strategies,  interventions  and  programs  that  will  make  classrooms 
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and  learning  meaningful  and  relevant.  Staff  development  programs  should  make 
teachers  comfortable  with  new  technologies  aimed  at  today's  visual  learners. 

Goal  3:  Student  Achievement  and  Citizenship:  Staff  development  programs  need 
to  be  put  in  place  for  existing  staff  to  improve  their  skills  related  to:  teaching  higher 
order  understanding  and  thinking  skills;  knowing  how  to  diagnose  student  difficul- 
ties and  respond  with  effective  teaching  strategies:  use  of  a  variety  of  technologies 
to  enhance  student  interest  and  competencies;  ana  use  a  variety  of  technologies  to 
permit  the  teacher  to  become  a  classroom  leader/manager  of  the  teaching/learning 
enterprise. 

Goal  4:  First  in  the  World  in  Mathematics  and  Science  Achievement:  Staff  devel- 
opment programs  are  needed  to  emphasize  a  change  in  teaching  that  will  stimulate 
and  hold  students  in  mathematics  and  science  courses. 

Goal  5:  Every  American  Will  Be  Literate  and  Able  to  Compete  in  a  Global  Econ- 
omy and  Exercise  the  Rights  and  Responsibilities  of  Citizenship:  Staff  development 
programs  are  needed  to  make  certain  that  teachers  have  the  skills  necessary  to 
work  with  non-college  students  to  assure  their  graduation  from  high  school  as  lit- 
erate individuals. 

Goal  6:  Drug  and  Violence-Free  Schools:  Staff  development  programs  are  required 
to  develop  or  improve  skills  necessary  to  improve  school  climate  and  work  toward 
building  a  supportive  environment  for  children  and  youth.  Staff  development  pro- 
grams should  assist  all  staff  in  improving  self  concept  of  students,  building  security 
and  ameliorating  or  reversing  the  effects  of  dysfunctional  homes  and  behavior. 

Members  of  the  Committee,  our  Association  strongly  urge  you  to  increase  funding 
for  Professional  development  programs. 

We  suggest  you  accomplish  the  task  by: 

(1)  Using  the  Chapter  2  State  Block  Grant,  up  to  at  least  the  $500  million  level 
(this  is  the  level  that  the  Gramm/Latta  education  cuts  of  1981  left  behind). 

(2)  Higher  Education  Act  Title  V  (State  Academies  for  School  Leaders— $780  mil- 
lion; ana  State  Academies  for  Teachers — $70  million)  for  site-based  Professional  De- 
velopment of  teachers  and  administrators,  a  potential  new  Chapter  1  professional 
development  activity. 

(3)  Eisenhower  Math/Science  professional  development  funds  $252.6  million  or  a 
2.7  percent  increase  in  the  President's  budget  in  grants  to  states  and  $28.6  million 
in  national  and  regional  research  funds. 

Other  sources  of  funds  that  could  be  used  for  professional  development  will  be 
needed  to  insure  the  nation's  needs  to  improve  our  schools  can  become  a  reality. 
Without  these  funds  reaching  the  National  Education  Goals  becomes  a  mockery. 
Who  will  the  public  blame  if  educators  do  not  have  the  professional  development  re- 
sources to  meet  this  national  imperative? 

Thank  you  for  giving  our  Association  this  opportunity  to  share  this  testimony  with 
you. 

STATEMENT  OF  DONALD  R.  COHODES,  VICE  PRESD3ENT,  FEDERAL 
PROGRAMS,  BLUE  CROSS  &  BLUE  SHIELD  ASSOCIATION 

Senator  Gorton.  In  this  case,  we  will  start  with  Mr.  Cohodes. 

Dr.  Cohodes.  Senator,  my  name  is  Don  Cohodes.  I  am  the  vice 
president  of  Federal  Programs  for  the  Blue  Cross  &  Blue  Shield 
Association,  with  responsibility  for  overseeing  our  role  in  the  ad- 
ministration of  the  Medicare  Program. 

Over  the  last  6  years  that  I  have  had  the  privilege  of  testifying 
before  this  committee,  the  Medicare  trust  fund  has  lost  billions  of 
dollars,  as  a  result  of  underfunding  Medicare  contractor  activities. 
And  as  one  looks  ahead  to  fiscal  year  1994,  that  unfortunate  pat- 
tern is  likely  to  continue  with  losses  for  the  trust  fund  well  in  ex- 
cess of  $300  million. 

To  understand  this,  it  takes  a  moment  to  look  and  examine  the 
structure  of  the  Medicare  administrative  budget,  which  has  three 
principal  components:  Payment  safeguards,  which  are  activities 
that  involve  medical  review,  audits  and  coordination  of  benefit  ac- 
tivities; beneficiary  and  provider  services;  and  claims  processing. 

The  major  problem  for  fiscal  year  1994  resides  with  payment 
safeguards.  The  administration  has  proposed  a  2-percent  reduction 
in  these  activities,  and  the  result  of  this  reduction  will  be  a  signifi- 
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cant  diminution  in  the  level  of  effort  in  the  medical  review  activi- 
ties. For  carriers,  it  means  that  the  sum  review  activities  will  be 
reduced  by  as  much  as  40  percent,  and  for  fiscal  intermediaries  by 
as  much  as  20  percent;  and  field  audits,  which  are  the  activities 
that  identify  fraud  and  abuse,  will  be  reduced  significantly. 

So  it  will  send  a  signal  to  the  provider  community,  those  who  are 
out  there  who  are  trying  to  game  the  system,  that  the  level  of  sur- 
veillance is,  indeed,  going  to  be  decreasing.  We  do  not  think  that 
makes  much  sense.  We  think  that  it  makes  better  sense  to  try  to 
maintain  the  current  level  of  services  in  fiscal  year  1994  that  are 
observed  in  1993.  To  do  that  will  require  another  $27  million  for 
payment  safeguards. 

The  GAO  and  many  other  organizations  have  noted  that  invest- 
ments in  payment  safeguards  yield  significant  returns.  In  fact,  for 
about  every  dollar  that  one  spends  on  these  payment  safeguard  ac- 
tivities, a  return  of  over  $16  is  realized  in  savings  for  the  Medicare 
trust  fund.  We  think  this  makes  good  sense,  and  we  would  urge  the 
committee  to  add  additional  money  for  payment  safeguards. 

The  second  major  problem  area  has  to  do  with  beneficiary  and 
provider  services.  Here  the  administration  has  made  an  unusual 
assumption:  They  believe  that  inquiries  for  the  Medicare  Program 
will  somehow  drop  by  10  percent  next  year.  This,  in  the  face  of  an 
additional  200,000-plus  beneficiaries  and  a  growing  program  com- 
plexity. We  think,  again,  it  is  necessary  to  maintain  the  current 
service  levels  for  beneficiaries  and  providers,  and  to  do  that  will  re- 
quire another  $15  million  above  the  administration's  request. 

While  we  are  not  requesting  additional  money  for  the  third  major 
category  of  Medicare  operations,  which  is  claims  processing,  we 
want  to  again  point  out  to  you  that  the  administration  has  had  an- 
other unusual  assumption.  They  are  assuming  that  claims  volume 
growth  will  occur  at  a  historic  low  level  of  5  #2  percent,  when  his- 
torically it  has  been  at  double-digit  experiences.  If  this  should 
occur,  we  will  have  a  significant  funding  problem  over  the  coming 
year. 

There  are  two  other  issues  that  I  would  like  to  bring  to  the  com- 
mittee's attention.  One  has  to  do  with  the  President's  economic  re- 
form proposal,  which  includes  many  changes  for  the  Medicare  Pro- 
gram, but  no  appropriation  that  accompanies  those  changes.  Tradi- 
tionally, it  takes  somewhere  between  $20  and  $40  million  to  imple- 
ment those  kinds  of  changes;  and  without  an  appropriation  to  ac- 
company it,  that  will  produce  a  significant  budget  problem  for  us 
in  the  coming  year. 

The  final  point  here  is  that  Senator  Harkin,  who  is  not  here 
today,  has  introduced  legislation,  Senate  bill  256,  which  would 
allow  Medicare  administrative  expenses  to  grow  with  the  rate  of 
growth  in  claims  volume.  We  think  this  is  a  good  idea,  and  we 
would  hope  the  subcommittee  would  lend  its  support  to  this  initia- 
tive. 

PREPARED  STATEMENT 

In  summary,  we  are  recommending  a  funding  level  of  $1,658  bil- 
lion for  next  year.  This  is  an  increase  of  $58  million  above  fiscal 
year  1993,  and  $43  million  more  than  the  administration  has  re- 
quested. 
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I  appreciate  this  opportunity  to  testify,  and  would  be  pleased  to 
answer  any  questions. 
[The  statement  follows:] 

Statement  of  Donald  R.  Cohodes 

Mr.  Chairman  and  members  of  the  subcommittee,  I  am  Donald  R.  Cohodes,  Vice 
President  of  Federal  Programs  for  the  Blue  Cross  and  Blue  Shield  Association,  the 
organization  representing  71  Blue  Cross  and  Blue  Shield  member  Plans  throughout 
the  nation. 

I  appreciate  the  opportunity  to  testify  before  the  subcommittee  on  the  fiscal  year 
1994  budget  for  Medicare  fiscal  intermediaries  and  carriers,  also  known  as  Medicare 
contractors. 

BCBSA  RECOMMENDATION  FOR  THE  FISCAL  YEAR  1994  BUDGET 

For  fiscal  year  1994,  we  recommend  that  $1,658  billion  be  appropriated  for  Medi- 
care contractors,  an  increase  of  $58  million  or  3.6  percent  over  last  year's  funding 
level.  Our  request  would  maintain  the  current  level  of  effort  for  the  payment  safe- 
guard activities  performed  by  Medicare  contractors  which  protect  Medicare  from 
over  $5  billion  each  year  in  improper  spending  and  overpayments.  Our  proposal 
would  also  sustain  the  current  level  of  services  to  Medicare  beneficiaries  and  provid- 
ers that  include  responding  to  nearly  40  million  letters  and  phone  calls  and  over 
11  million  requests  for  reconsideration  of  payment  decisions.  Finally,  we  believe 
that  an  additional  $25  to  $50  million  may  be  required  to  implement  the  large  num- 
ber of  complex  legislative  changes  in  Medicare  which  the  Administration  has  pro- 
posed as  part  of  its  fiscal  year  1994  deficit-reduction  program.  We  hope  to  work 
closely  with  the  subcommittee  on  these  additional  funding  needs  as  Congress  con- 
siders deficit-reduction  legislation  this  year. 

OVERVIEW 

For  fiscal  year  1994,  the  Administration  has  recommended  a  funding  level  of 
$1,615  billion  for  Medicare  contractors.  This  is  an  increase  of  1  percent  or  $15  mil- 
lion over  last  year's  level.  This  funding  level  will  not  be  sufficient  to  maintain  an 
adequate  level  of  service  at  a  time  when  Medicare  claims  volume  is  expected  to  in- 
crease by  more  than  6  percent  and  inflation  is  estimated  at  almost  3  percent.  We 
continue  to  agree  with  the  recommendations  of  the  General  Accounting  Office  (GAO) 
that  funding  for  Medicare  intermediaries  and  carriers  must  keep  pace  with  the  in- 
creased volume  of  Medicare  claims  submitted  by  Medicare  beneficiaries  and  their 
health  care  providers. 

However,  we  also  recognize  the  difficulty  this  subcommittee  faces  again  this  year 
in  meeting  the  funding  needs  of  the  programs  under  your  jurisdiction.  That  is  why 
we  support  legislation  introduced  earlier  this  year  by  Senator  Harkin,  S.256,  that 
would  adjust  the  spending  caps  to  allow  funding  for  Medicare  contractors  to  meet 
the  growth  in  Medicare  claims  volume.  We  urge  the  subcommittee's  support  for  this 
proposal  also. 

CLAIMS  PROCESSING 

One  of  the  Medicare  contractor's  primary  responsibility  includes  processing  and 
paying  Medicare  claims  within  mandated  time  frames  which  have  been  established 
by  Congress.  In  fiscal  year  1993,  Medicare  will  pay  714  million  claims  for  36  million 
beneficiaries  and  their  health  care  providers  at  a  processing  cost  of  $915  million. 
If  the  fiscal  year  1994  claims  processing  volume  keeps  pace  with  last  year's  rate, 
Medicare  contractors  will  process  760  million  claims  or  nearly  3  million  claims  every 
working  day. 

We  believe  that  the  Administration's  proposed  funding  for  claims  processing  ac- 
tivities will  be  adequate,  assuming  as  that  further  efficiencies  in  these  operations 
can  be  achieved  as  the  Administration  has  proposed.  The  most  significant  of  these 
efficiencies  is  achieved  by  having  more  claims  submitted  electronically — that  is  from 
computer  to  computer — rather  than  by  paper.  While  we  support  this  effort,  it  is  im- 
portant to  recognize  that  it  is  ultimately  the  decisions  made  by  individual  health 
care  providers,  not  Medicare  contractors,  which  will  determine  how  efficiently 
claims  can  be  handled  and  whether  the  expected  savings  are  achieved. 
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PAYMENT  SAFEGUARDS 

Payment  safeguards  activities  are  essential  to  the  management  of  health  care 
costs  and  to  ensure  that  every  Medicare  dollar  is  spent  prudently  and  properly.  Pay- 
ment safeguard  activities  include  reviewing  claims  for  medical  necessity,  auditing 
provider  cost  reports,  identifying  when  Medicare  is  the  secondary  payer  if  a  bene- 
ficiary has  private  insurance,  and  detecting  fraudulent  and  wasteful  situations  in 
the  Medicare  program. 

Although  GAO  recently  concluded  that  the  current  level  of  payment  safeguard 
funding  is  inadequate  and  should  be  increased,  the  Administration  has  rec- 
ommended a  $7  million  or  2  percent  reduction  for  the  program.  The  Health  Care 
Financing  Administration  (HCFA)  has  testified  that  the  proposed  reduction  will 
"cost"  the  Medicare  program  about  $300  million  in  savings  to  the  trust  funds.  We 
agree  with  GAO  that  payment  safeguard  activities  have  proven  to  be  consistently 
cost-effective,  returning  an  estimated  $16  for  every  $1  spent,  and  we  request  a  $27 
million  increase  to  fund  the  expected  increase  in  claims  workload  and  maintain  cur- 
rent service  levels. 

Clearly,  payment  safeguards  activities  are  among  the  best  investments  made  by 
the  government  in  the  sound  management  of  its  programs.  However,  each  year  a 
lower  and  lower  percentage  of  claims  is  reviewed  prior  :o  payment  because  of  insuf- 
ficient funding  for  these  important  activities.  For  example,  in  1989  Medicare  had 
one  auditor  for  every  $26  million  in  benefit  claims  to  review.  By  1993,  there  was 
one  auditor  for  every  $40  million  in  payments,  a  54  percent  increase  of  benefit 
claims  to  review  over  the  last  five  years.  This  growth  in  workload  sends  a  signal 
to  providers  that  detecting  waste  and  overpayments  in  Medicare  claims  payments 
is  not  a  priority,  increasing  the  potential  risk  for  fraud  in  the  program. 

Both  the  GAO  and  the  Health  and  Human  Services  Office  of  Inspector  General 
(OIG)  have  recommended  consistent  and  adequate  funding  of  these  critical  functions 
to  protect  Medicare  from  improper  payments.  Payment  safeguard  activities  should 
be  considered  an  essential  element  of  the  Federal  government's  efforts  to  restrain 
unnecessary  health  care  spending.  Strong  payment  integrity  programs  operated  by 
Medicare  help  to  detect  and  prevent  improper  billing  for  health  care  services 
throughout  the  health  care  system. 

BENEFICIARY  AND  PROVIDER  SERVICES 

Constant  changes  made  to  the  Medicare  program,  both  legislative  and  administra- 
tive, necessitate  that  contractors  quickly  give  consistent  and  accurate  information 
to  beneficiaries  and  providers.  In  fiscal  year  1994,  carriers  will  receive  approxi- 
mately 36  million  inquiries  by  telephone,  in  writing,  or  through  direct  contact  and 
11  million  hearings  and  formal  reviews  of  claims. 

We  request  increasing  the  funding  for  beneficiary  and  provider  services  by  $15 
million  over  last  year's  level  in  order  to  keep  pace  with  the  expected  increase  in 
workload.  Maintaining  beneficiary  and  provider  services  helps  to  reduce  unneces- 
sary and  wasteful  spending  of  benefit  dollars.  For  example,  contractor  toll-free  tele- 
phone lines  are  an  important  way  for  beneficiaries  to  identify  potential  fraud  or  im- 
proper payments  in  the  system. 

Services  provided  to  beneficiaries  and  providers,  especially  proper  and  profes- 
sional responses  to  their  requests  for  information  and  accurate  explanations  about 
Medicare's  payment  decisions  and  rules,  are  some  of  the  most  visible  and  essential 
roles  of  Medicare  contractors  and  must  be  funded  adequately.  It  is  through  these 
direct  contacts  where  public  satisfaction  with  Medicare  is  often  determined  and 
where  individual  problems  can  be  resolved  by  highly  trained  staff  who  are  skilled 
in  detailed  program  information. 

IMPLEMENTATION  COSTS  OF  PROPOSED  LEGISLATION 

Medicare  contractors  are  also  responsible  for  implementing  legislative  and  regu- 
latory changes  in  Medicare's  payment  policies,  including  the  recent  comprehensive 
changes  in  the  way  Medicare  pays  for  physician  services  and  hospital  capital  costs. 
In  February,  President  Clinton  proposed  30  separate  changes  in  Medicare  that  are 
estimated  to  save  more  than  $50  billion  over  the  next  five  years  and  represent  a 
significant  portion  of  the  Administration's  deficit-reduction  and  economic  recovery 
program.  In  their  fiscal  year  1994  budget,  the  Administration  did  not  request  any 
funding  for  these  changes.  Last  month  HCFA  told  the  House  Appropriations  Com- 
mittee that  they  had  not  estimated  the  cost  to  implement  the  proposed  changes,  but 
it  is  clear  that  it  is  not  possible  to  fund  these  requirements  within  the  Administra- 
tion's proposed  budget. 
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To  achieve  these  legislative  changes,  many  of  which  would  be  effective  in  fiscal 
year  1994,  adequate  administrative  funding  is  essential  because  the  number  and 
complexity  of  these  payment  changes  often  increases  significantly  as  these  proposals 
are  considered  by  Congress.  Our  experience  with  major  legislative  changes  suggests 
that  implementing  the  Administration's  proposals  would  cost  approximately  $25- 
$30  million.  We  will  be  following  these  issues  closely  and  may  need  to  request  addi- 
tional funding  later  in  the  year. 

BUDGET  REFORM 

We  believe  that  because  of  the  budget  constraints  imposed  by  the  Budget  Enforce- 
ment Act  of  1990  (BEA),  the  administrative  budget  for  Medicare  will  continue  to  be 
at  risk  for  "penny  wise  and  pound  foolish"  undemanding  problems. 

GAO  has  repeatedly  recommended  altering  the  BEA  to  allow  funding  of  contractor 
activities  that  save  taxpayers'  money  by  recouping  overpayments  and  ensuring  that 
Medicare  pays  for  only  medically  necessary  services.  GAO  has  reported  that  tight 
budget  caps  prevent  the  level  of  investment  needed  in  payment  safeguard  activities 
even  though  they  consistently  save  taxpayers  much  more  than  they  cost.  We  concur 
with  GAO  s  proposal  and  urge  that  the  budget  change  apply  to  the  full  scope  of 
Medicare  contractor  activities. 

Legislation  recently  introduced  by  Senate  Labor-HHS  Appropriations  Subcommit- 
tee Chairman  Tom  Harkin  (S.256)  and  Ways  and  Means  Committee  Chairman  Dan 
Rostenkowski  (H.R.  21)  would  accomplish  the  budget  reform  objectives  rec- 
ommended by  GAO.  These  budget  reform  proposals  would  allow  Medicare  adminis- 
trative activities  funding  up  to  specified  maximum  amount  each  year.  Budget  spend- 
ing caps  would  then  be  adjusted  for  appropriations  provided  within  this  limit.  The 
Harkin  legislation  would  allow  Medicare  contractor  funding  to  increase  by  up  to 
11.6  percent  each  year  under  the  special  adjustment  and  would  enable  the  Appro- 
priations Committees  to  provide  an  adequate  level  of  funding  for  Medicare  adminis- 
tration without  violating  the  restrictive  budget  caps.  Enactment  of  this  legislation 
would  make  a  major  difference  in  our  view  in  providing  needed  funding  for  a  more 
comprehensive  management  approach  for  the  entire  Medicare  program. 

CONCLUSION 

A  funding  level  of  $1,658  billion  would  maintain  current  services  performed  by 
Medicare  contractors.  If  the  Administration's  proposed  legislative  changes  are  en- 
acted, additional  funding  will  be  necessary  to  ensure  their  implementation.  We  urge 
the  subcommittee  to  support  legislation  introduced  by  Senator  Harkin  to  reform  the 
budget  process  and  provide  the  incentives  needed  to  protect  Medicare  from  billions 
of  dollars  each  year  in  fraud,  abuse,  and  overpayments.  Finally,  we  will  continue 
to  strive  to  maintain  Medicare's  high  level  of  service  to  its  beneficiaries  while  im- 
proving the  efficiency  and  operations  of  the  Medicare  program,  commitments  which 
we  know  that  we  share  with  all  of  the  members  of  this  subcommittee. 

STATEMENT  OF  DR.  ALFRED  HEALY,  DHIECTOR,  IOWA  UNIVERSITY 
AFFDLLATED  PROGRAM,  UNIVERSITY  OF  IOWA,  ON  BEHALF  OF 
THE  NETWORK  OF  UND7ERSITY  AFFILIATED  PROGRAMS  [UAP] 

Senator  Gorton.  Dr.  Healy?  I  gather  you  are  another  Iowan? 

Dr.  Healy.  That  is  correct. 

Senator  GORTON.  The  apology  on  the  part  of  Senator  Harkin  to 
the  earlier  witness  extends  to  you  as  well,  and  I  assure  you  that 
Senator  Harkin  will  read  your  testimony. 

Dr.  Healy.  Thank  you  very  much.  I  am  Alfred  Healy,  and  I  serve 
as  the  Director  of  the  Iowa  University  Affiliated  Program  at  the 
University  of  Iowa.  I  am  here  today  on  behalf  of  the  network  of 
University  Affiliated  Programs  [UAP],  to  update  you  on  the  activi- 
ties of  the  57  UAP's  through  the  Developmental  Disabilities  Assist- 
ance and  Bill  of  Rights  Act. 

UAP's  are  engaged  in  four  major  activities:  Interdisciplinary 
preparation  of  personnel;  the  provision  of  clinical  supports  and 
services;  the  provision  of  technical  assistance  and  community  train- 
ing; and  dissemination  of  information  and  research  findings  that 
promote  the  independence,  productivity  and  integration  into  com- 


527 

munity  life,  for  individuals  with  developmental  disabilities,  and 
their  families. 

We  can  document  that  for  every  dollar  of  support  provided  from 
the  Development  Disabilities  Act,  the  UAP's  leverage  an  additional 
$28  from  other  sources.  When  Senator  Harkin  became  Chairman  of 
this  subcommittee,  he  initiated  a  vigorous  expansion  of  the  na- 
tional network,  with  the  objective  of  assuring  that  every  State  in 
the  union  had  a  UAP  capacity.  I  am  happy  to  report  now  that  57 
UAP's  are  available  in  49  States  that  actively  support  people  with 
disabilities.  Wyoming  and  the  Virgin  Islands  remain  unserved. 

In  addition  to  their  four  major  activities,  approximately  38  UAP's 
operate  a  special  training  initiative.  These  initiatives,  selected  in 
consultation  with  advocacy  groups  represented  by  the  CCD,  ad- 
dress a  number  of  urgent  issues,  including  early  intervention, 
aging,  direct  care  personnel  preparation,  positive  behavior  manage- 
ment and  assistive  technology. 

The  Iowa  UAP  recently  completed  a  2-year  project  that  prepared 
900  direct  care  workers  to  effectively  provide  supports  and  services 
to  people  who  have  what  is  often  referred  to  as  challenging  behav- 
iors," but  in  harsh  reality  are  really  better  described  as  self-abus- 
ing, or  tissue  damaging  behaviors:  The  hand-biting,  head-banging 
activities  that  are  the  most  devastating  things  that  I  have  seen 
occur  in  my  30-year  professional  career  as  a  pediatrician.  This  2- 
year  project  barely  made  a  dent  in  the  need  for  such  training  in 
our  State. 

Our  next  training  proiect  will  provide  people  with  disabilities  the 
knowledge,  skills  and  behaviors  necessary  for  them  to  serve  as 
their  own  advocates,  so  they  may  effectively  communicate  with 
public  and  private  policy  brokers  and  decisionmakers. 

Unfortunately,  due  to  the  use  of  program  dollars  to  administer 
the  UAP  programs,  the  national  network  lost  the  capacity  to  fund 
11  training  initiatives  during  the  past  year.  More  specifically,  four 
of  the  UAP's  that  currently  operate  special  training  initiatives,  in- 
cluding Iowa,  are  vulnerable  to  lose  such  funding  in  the  coming 
year. 

When  the  geographical  network  is  complete,  and  a  UAP  exists  in 
every  State,  our  next  priority  will  be  to  secure  a  fully  funded  train- 
ing initiative  for  every  State. 

I  am  requesting  two  specific  actions  on  behalf  of  the  UAP  net- 
work: First,  that  an  appropriation  of  $23  million  be  provided  for 
the  UAP  system  for  fiscal  year  1994.  A  rather  small  figure  in  rela- 
tionship to  a  number  of  the  other  requests  being  presented  to  this 
committee  this  morning.  This  level  of  funding  would  support  the 
complete  of  the  geographical  network  of  UAP's,  as  well  as  permit 
a  training  initiative  to  occur  at  each  UAP. 

PREPARED  STATEMENT 

Second,  I  ask  that  hearings  be  held  during  the  coming  year,  di- 
rected to  investigate  the  need  for  expanded  training  initiatives,  to 
prepare  adequate  numbers  of  personnel  to  support  all  persons  with 
disabilities  to  become  integrated,  independent,  and  productive 
members  of  the  communities  in  which  they  choose  to  live.  Thanks 
for  your  opportunity  to  listen  to  these  comments. 

Senator  Gorton.  Thank  you  very  much,  Dr.  Healy. 
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[The  statement  follows:] 

Statement  of  Dr.  Alfred  Healy 

Good  morning,  Senator  Harkin.  My  name  is  Alfred  Healy  and  I  serve  as  the  direc- 
tor of  the  Iowa  University  Affiliated  Program  at  the  University  of  Iowa.  I  am  here 
today  on  behalf  of  the  network  of  University  Affiliated  Programs  (UAP)  to  update 
you  on  the  activities  of  the  57  UAFs  supported  by  the  Developmental  Disabilities 
Assistance  and  Bill  of  Rights  Act. 

As  you  know,  UAP's  are  engaged  in  four  major  activities:  the  interdisciplinary 
preparation  of  personnel;  the  provision  of  clinical  supports  and  services;  the  provi- 
sion of  technical  assistance  and  community  training;  and,  the  dissemination  of  infor- 
mation and  research  findings  that  promote  the  independence,  productivity  and  inte- 
gration into  the  community  of  individuals  with  developmental  disabilities  and  their 
families.  We  can  document  that  for  every  dollar  of  support  from  the  Developmental 
Disabilities  Act,  UAP's  leverage  $28  from  other  sources. 

Senator  Harkin,  when  you  became  chairman  of  this  Subcommittee,  you  initiated 
a  vigorous  expansion  of  the  national  network  with  the  objective  of  assuring  that 
every  state  in  the  union  has  an  UAP  capacity.  I  am  happy  to  report  that  there  are 
57  UAP's  in  49  states.  Wyoming  and  the  Virgin  Islands  remain  unserved. 

In  addition  to  the  four  main  activities,  approximately  38  UAP's  operate  a  special 
training  initiative.  These  initiatives,  selected  in  close  consultation  with  consumer  or- 
ganizations represented  by  the  Consortium  for  Citizens  with  Disabilities,  address  a 
number  of  urgent  issues  including  early  intervention,  aging,  direct  care  personnel 
preparation,  positive  behavior  management  and  assistive  technology. 

The  Iowa  UAP  recently  completed  a  two  year  training  program  that  prepared  nine 
hundred  direct  care  workers  to  effectively  provide  supports  and  services  to  people 
who  have  what  are  often  referred  to  as  "challenging  behaviors" — but  in  harsh  reality 
are  really  better  described  as  self-abusing,  or  tissue  damaging  behaviors — the  hand 
biting,  head-banging  activities  that  are  the  most  devastating  actions  that  I  have  ob- 
served in  my  30  year  professional  practice  as  a  pediatrician.  This  two  year  project 
barely  made  a  dent  in  the  need  for  such  statewide  training  in  Iowa. 

Our  next  UAP  training  project  will  provide  people  with  disabilities  the  knowledge, 
skills,  and  behaviors  necessary  to  serve  as  their  own  advocates,  so  they  may  effec- 
tively communicate  with  public  and  private  policy-brokers  and  decision-makers.  We 
anticipate  the  program  will  provide  two  hundred  and  fifty  people  per  year  much 
proactive  abilities. 

Unfortunately,  due  to  the  use  of  program  dollars  to  administer  the  UAP  program, 
the  network  lost  the  capacity  to  fund  eleven  training  initiatives  over  the  past  two 
years.  Specifically,  four  of  the  UAP's  that  currently  operate  special  training  initia- 
tives, including  Iowa,  are  vulnerable  to  losing  such  funding  in  the  coming  year. 
When  the  geographical  network  is  complete  and  a  UAP  exists  in  every  state,  the 
next  priority  will  be  to  secure  a  training  initiative  for  every  UAP. 

Mr.  Chairman,  the  simple  truth  is  that  without  additional  resources,  people  with 
developmental  disabilities  and  their  families  will  continue  to  have  their  independ- 
ence limited  due  to  the  shortage  of  quality  trained  health,  education,  vocational  and 
other  service  providers.  The  specialized  training  initiatives  help  ensure  the  quality 
of  tomorrow's  service  and  supports  providers  which  are  necessary  to  successfully  im- 
plement such  critical  programs  as  Part  H  of  the  Individuals  with  Disabilities  Edu- 
cation Act.  Some  300,000  children  are  eligible  for  Part  H  services,  yet  over  three- 
quarters  of  the  states  report  a  lack  of  trained  personnel  in  almost  every  critical 
early  intervention  service  discipline. 

Moreover,  even  larger  numbers  of  direct  care  personnel  are  needed  to  meet  the 
needs  of  older  individuals  with  developmental  disabilities. 

I  am  requesting  two  specific  actions  on  behalf  of  the  UAP  network:  First,  that  an 
appropriation  of  $23  million  be  provided  for  the  UAP  system  in  fiscal  year  1994. 
This  level  of  funding  would  support  the  completion  of  the  geographical  network  of 
UAP's  as  well  as  training  initiatives  at  all  programs.  Second,  I  ask  that  you  hold 
hearings  during  the  coming  year  directed  to  investigate  the  need  for  expanded  train- 
ing initiatives  to  prepare  adequate  numbers  of  personnel  to  support  individuals  with 
disabilities. 

Thank  you  for  this  opportunity  to  share  with  you  information  that  is  vital  to  the 
continued  growth  of  needed  supports  for  all  people  with  developmental  disabilities. 
I  would  be  pleased  to  respond  to  your  comments  or  questions. 
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STATEMENT  OF  IAN  A  GREAVES,  M.D.,  ASSOCIATION  OF  UNIVERSITY 
PROGRAMS  IN  OCCUPATIONAL  HEALTH  AND  SAFETY  [AUPOHS] 

Senator  Gorton.  Dr.  Greaves. 

Dr.  Greaves.  Thank  you,  Mr.  Chairman.  I  am  the  president  of 
the  Association  of  University  Programs  in  Occupational  Health  and 
Safety,  which  comprises  14  regional  educational  resource  centers 
sponsored  by  the  National  Institute  of  Occupational  Safety  and 
Health,  and  yes,  indeed,  the  University  of  Washington  is  one  of 
those  regional  centers. 

Mr.  Chairman,  our  centers  are  involved  in  producing  profes- 
sionals at  the  masters  and  doctoral  level  who  are  capable  of  under- 
standing and  managing  the  occupational  safety  and  health  prob- 
lems in  the  American  workplace.  Owing  to  reduced  funding  in  re- 
cent years,  the  current  available  numbers  of  professionals  in  the 
four  specialties — occupational  medicine,  occupational  health  medi- 
cine, safety,  and  industrial  hygiene — the  numbers  of  professionals 
in  those  specialties  are  now  fewer  than  half  of  what  is  needed  for 
the  current  American  workplace,  and  probably  closer  to  one-third. 

This  is  translated  into  a  significant  number  of  problems,  and  I 
have  two  charts  here  which  I  would  like  to  present,  based  on  num- 
bers in  my  written  testimony.  I  would  be  happy  to  leave  these 
charts  with  you  since  they  do  not  actually  appear  in  my  testimony. 

Senator  Gorton.  Fine.  They  will  be  a  part  of  the  record. 

[The  information  follows:] 
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Dr.  Greaves.  The  first  of  these  documents,  the  rate  of  lost  work- 
days per  100  workers  per  year  from  1973  through  1991,  which  are 
the  latest  figures — these  figures  are  compiled  by  the  Bureau  of 
Labor  Statistics — you  will  notice  that  between  1983,  when  the  rate 
was  58  lost  workdays  per  100  workers,  to  1990,  when  the  rate  was 
84,  there  was  a  40-percent  increase  in  the  rate  of  lost  workdays  per 
100  workers  per  year  directly  attributable  to  the  increased  rate  of 
injuries  and  illnesses  occurring  in  the  American  workplace. 

We  believe  that  that  rate  is  going  to  continue  to  increase.  As  we 
start  putting  people  back  to  work  who  are  young  and  inexperi- 
enced, the  rates  of  injuries  and  illness  will  inevitably  go  higher.  In 
fact,  these  figures  are  probably  an  underestimate  because  the  Bu- 
reau of  Labor  Statistics  only  counts  certain  types  of  industries  and 
certain  sizes  of  employer.  And  so  the  actual  figures  are  probably  20 
percent  higher. 

What  this  figure  of  84  translates  into  is  400,000  lost  work  years 
in  1990,  and  a  total  cost  of  about  $200  billion  in  work-related  inju- 
ries and  illness  in  1990.  If  this  rate  continues  through  the  1990's 
we  are  probably  looking  at  a  total  cost  of  $400  to  $500  billion  in 
work-related  injuries  and  illness.  We  believe  that  the  primary  way 
of  dealing  with  these  problems  is  to  reduce  their  frequency,  and 
that  requires  skilled  manpower,  which  is  what  we  provide.  Unfor- 
tunately, that  skilled  manpower  is  seriously  deficient,  and  we  need 
more  funds  in  order  to  increase  the  numbers. 

My  second  chart  deals  with  the  funding  for  the  NIOSH  compo- 
nent, the  training  line  which  supports  our  programs.  And  the  solid 
black  bars  here  represent  the  actual  dollars  appropriated.  Those 
actual  dollars  appropriated  reached  a  high  point  in  1980  at  $12.9 
million.  Since  then,  there  has  been  a  steady  decline. 

The  shaded  areas  represent  the  real  dollars  in  terms  of  the  1980 
base.  And  real  dollars  for  1994,  fiscal  1994,  are  only  38  percent  of 
what  was  appropriated  in  1980.  That  is  a  significant  decrease.  In 
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order  for  fiscal  1994  just  to  equal  fiscal  1980  it  would  be  necessary 
to  be  up  here  at  the  solid  line  of  $29  million.  The  requested  appro- 
priation is  just  a  shade  more  than  $11  million. 

PREPARED  STATEMENT 

Mr.  Chairman,  we  believe  a  significant  increase  in  the  total 
NIOSH  budget  is  warranted  from  its  current  level  of  $113  million 
to  $150  million  total  budget,  and  what  we  would  like  to  see  is  the 
training  line  increased  from  just  over  $11  million  to  a  total  of  $25 
million. 

Thank  you,  sir. 

Senator  Gorton.  Thank  you,  very  much.  If  you  will  leave  those 
charts,  they  will  be  a  part  of  the  record.  They  are  most  interesting. 

[The  statement  follows:] 

Statement  of  Ian  A.  Greaves,  M.D. 

Mr.  Chairman,  I  am  Dr.  Ian  Greaves,  President  of  the  Association  of  University 
Programs  in  occupational  Health  and  Safety  (AUPOHS),  an  organization  that  rep- 
resents the  14  multi-disciplinary,  university-based  Educational  Resource  Centers 
(ERCs)  listed  in  Table  1  of  the  attached  exhibits.  These  programs  are  funded  by  the 
National  Institute  for  Occupational  Safety  and  Health  (NIOSH) 

The  ERCs,  launched  in  1977,  are  intended  to  carry  out  the  mandate  of  the  occupa- 
tional Safety  and  Health  (OSH)  Act  of  1970,  requiring  "educational  programs  to  pro- 
vide an  adequate  supply  of  qualified  personnel  to  carry  out  the  purposes  of  the  Act." 
In  1986,  an  additional  research  training  program  was  mandated  by  Congress  for  the 
ERCs  to  address  the  serious  shortage  ot  research  scientists  and  academics  in  occu- 
pational safety  and  health.  Besides  offering  professional  education  and  research 
training,  each  ERC  is  required  to  conduct  extensive  continuing  education  and  out- 
reach activities  within  its  designated  region.  In  the  last  five  years,  NIOSH-sup- 
ported  professional  education  programs  graduated  2,647  occupational  safety  and 
health  professionals,  and  the  ERCs  continuing  education  courses  were  attended  by 
more  than  150,000  people. 

THE  CURRENT  MANPOWER  SHORTAGE  AND  ITS  IMPLICATIONS 

Notwithstanding  the  mandate  of  the  OSH  Act  to  provide  adequate  qualified  per- 
sonnel, there  exist  today  profound  shortages  of  qualified  occupational  safety  and 
health  professionals  in  all  specialties.  These  deficiencies  have  always  been  present 
but  worsened  progressively  over  the  last  decade.  This  worsening  can  be  traced  di- 
rectly to  inadequate  funding  of  the  ERC  programs. 

For  example,  a  limited  number  of  occupational  medicine  specialists  are  trained 
each  year  in  34  accredited  residency  programs.  All  but  one  of  these  residencies  are 
located  in  NIOSH-supported  programs  (the  exception  is  a  U.S.  Army  program).  In 
1991,  owing  to  the  lack  of  funds  to  support  such  residency  programs,  there  were 
only  161  physicians  engaged  full-time  in  occupational  medicine  training.  From  these 
two-year  residency  programs  about  70  physicians  per  year  achieve  specialty  certifi- 
cation by  the  American  Board  of  Preventive  Medicine.  This  total  output  contrasts 
strikingly  with  the  national  need  for  occupational  physicians. 

The  Institute  of  Medicine  (IOM)  issued  a  report  last  year  on  the  present  man- 
power shortage  in  occupational  and  environmental  medicine.  The  IOM  report  esti- 
mates that  the  current  number  of  active  occupational  specialists  is  between  1,200 
and  1,500,  while  the  current  need  is  between  3,100  and  4,700.  *  Thus,  the  IOM  cal- 
culates a  current  deficit  of  qualified  occupational  physicians  that  is  between  1,600 
and  3,500 — in  other  words,  we  need  to  increase  the  current  number  by  two-  to 
three-fold. 

The  national  demand  for  industrial  hygienists  may  be  even  greater.  Industries  are 
having  problems  recruiting  sufficient  qualified  industrial  hygienists  and  must  offer 
unusually  high  salaries  to  attract  recent  graduates  from  our  programs.  The  aggres- 
sive demand  of  industry  is  drawing  industrial  hygienists  away  from  regulatory 
agencies,  academia,  and  other  institutions,  resulting  in  shortages  in  key  areas. 


1  Institute  of  Medicine,  Addressing  the  Physician  Shortage  in  Occupational  and  Environmental 
Medicine.  National  Academy  of  Science:  Washington,  D.C.  1991. 
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Similar  deficiencies  in  the  supply  of  qualified  occupational  health  nurses  and  safe- 
ty professionals  have  been  described  by  their  respective  professional  organizations. 

At  the  same  time  that  we  are  experiencing  such  manpower  shortages,  occupa- 
tional hazards  have  become  increasing  complex  and  affect  a  greater  number  of 
workers  today  than  ever.  Lost  workdays,  for  example,  continue  to  increase  dramati- 
cally. The  Bureau  of  Labor  Statistics  estimates  that  lost  workdays  per  100  workers 
per  year  have  increased  from  approximately  58  in  1983  to  80  in  1990 — an  increase 
of  about  39  percent  in  that  seven-year  period. 

Total  deaths  from  work-related  injuries  and  diseases  are  estimated  at  40,000  to 
100,000  per  year  (or  about  two  to  five  times  the  current  number  of  deaths  per  year 
from  AIDS),  with  about  10,000  of  the  work-related  deaths  resulting  from  injuries 
on  the  job. 

Non-fatal  injuries  and  occupational  diseases  affect  several  million  more  U.S. 
workers  each  year.  Occupational  musculoskeletal  disorders  alone  cause  disability  to 
about  1.2  million  workers  annually,  while  occupational  traumatic  injuries  disable 
another  1.8  million  each  year.2  The  tragedy  of  this  is  that  most  work-related  fatali- 
ties, injuries,  and  diseases  can  be  prevented  by  more  effective,  professionally-di- 
rected health  and  safety  programs. 

When  hazardous  conditions  are  identified,  it  requires  highly  skilled,  broadly 
trained  professionals  to  evaluate  the  causes  of  injuries  and  illnesses  so  that  effective 
and  low-cost  remedies  can  be  implemented.  Our  present  level  of  professional  edu- 
cation and  training  in  the  United  States  is  simply  not  producing  sufficient  numbers 
of  people  to  perform  these  critical  functions. 

It  should  be  emphasized  also  that  the  annual  cost  of  occupational  injuries  and  ill- 
nesses in  our  country  is  estimated  conservatively  to  be  at  least  $200  billion,  or  more 
than  $1,650  per  worker.  Ultimately,  these  are  public  costs,  borne  directly  by  wage 
earners  and  tax  payers  and  indirectly  through  increased  costs  to  industry  that  are 
passed  on  to  consumers  in  the  prices  of  goods  and  services.  Injuries  alone  accounted 
for  more  than  $60  billion  in  1991,  or  roughly  one-third  of  the  total  estimated  costs 
of  work-related  injury  and  disease.3 

The  severe  financial  drain  created  by  occupational  injuries  and  diseases,  as  well 
as  the  personal  burden  of  ill  health  borne  by  workers  and  their  families,  cannot  be 
solved  solely  by  adjusting  insurance  costs,  nor  by  decreasing  the  payments  made  to 
workers,  nor  by  other  economic  measures.  Much  is  said  today  about  the  crisis  in 
health  care  and  the  need  to  reduce  health  costs.  Prevention  of  even  a  modest  portion 
of  the  annual  occupational  injuries,  diseases,  and  deaths  would  produce  marked 
dividends  that  could  be  measured  in  terms  of  reducing  the  burden  of  workers'  com- 
pensation and  decreasing  costs  of  health  care.  Such  prevention  requires  knowledge 
(through  basic  and  applied  research)  and  professional  manpower. 

Yet  despite  being  the  primary  focus  for  occupational  disease  and  injury  prevention 
in  the  country,  the  NIOSH  budget  represents  less  than  one  dollar  per  worker  per 
year  for  professional  education  and  research. 

THE  FUNDING  PROBLEM 

Today's  manpower  problem  is  primarily  one  of  inadequate  training  funds.  The 
most  cost-effective  way  to  achieve  the  necessary  increases  in  professionals  is  to  in- 
crease the  level  of  funding  in  the  NIOSH  training  line.  Unfortunately,  the  Clinton 
Administration  in  its  fiscal  year  1994  budget  has  not  requested  an  increase  in  the 
NIOSH  training  line,  electing  instead  to  freeze  funding  for  professional  training  at 
the  fiscal  year  1993  level  of  slightly  more  than  $11  million.  This  fact  causes  us  obvi- 
ous concern. 

Tables  2—4  in  the  attached  exhibits  present  the  federal  funding  history  for 
NIOSH's  total  budget  and  for  the  individual  training  and  research  lines.  As  you  can 
see  in  Table  3,  the  fiscal  year  1980  appropriation  for  the  training  line  in  actual  dol- 
lars was  $12,900,000  with  the  Administration's  fiscal  year  1994  request  being 
$11,092,000.  In  real  dollars,  however,  the  current  request  is  only  $4,939,437.  In 
equivalent  dollars,  the  fiscal  year  1994  request  would  have  to  be  about  $29  million 
just  to  equal  the  fiscal  year  1980  appropriation. 

This  serious  funding  problem  extends  to  the  NIOSH  research  line.  The  Adminis- 
tration has  elected  to  freeze  funding  at  the  fiscal  year  1993  level  of  $102,132,000. 
As  you  can  see  in  Table  4,  in  real  dollars,  this  request  is  only  $45,480,941.  In  equiv- 
alent dollars,  the  fiscal  year  1994  request  would  have  to  be  $152,345,995  just  to 
equal  the  fiscal  year  1980  appropriation. 


2  National  Safety  Council.  Accident  Facts.  1992  Edition. 

3  National  Safety  Council.  Accident  Facts.  1992  Edition. 
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Our  Association  is  well  aware  that  your  committee  has,  over  the  last  several 
years,  shared  our  concern  with  the  growing  shortages  of  trained  occupational  health 
and  safety  professionals.  We  are  again  asking  for  your  help. 

We  are  urging  you  and  your  committee  to  consider  seriously  a  total  fiscal  year 
1994  NIOSH  training  and  research  appropriation  of  $150,000,000,  with  $25,000,000 
for  the  training  line  and  $125  million  for  the  research  line.  These  figures  reflect  a 
modest  restoration  of  lost  ground  towards  funding  NIOSH  at  its  fiscal  year  1980 
level. 

TABLE  1. — NIOSH-FUNDED  EDUCATIONAL  RESOURCE  CENTERS  (ERC'S) 

University  of  Alabama  Birmingham,  School  of  Public  Health. 

University  of  California  at  Berkeley,  School  of  Public  Health. 

University  of  Cincinnati  Medical  Center,  Institute  of  Environmental  Health. 

University  of  Illinois  at  Chicago,  Occupational  Health  and  Safety  Center. 

University  of  Michigan,  Center  for  Occupational  Health  and  Safety  Engineering. 

University  of  Minnesota,  School  of  Public  Health,  Midwest  Center  for  Occupa- 
tional Health  and  Safety. 

University  of  North  Carolina,  North  Carolina  ERC. 

University  of  Southern  California,  Institute  of  Safety  and  Systems  Management. 

University  of  Texas  Houston,  School  of  Public  Health. 

University  of  Utah  Medical  Center,  Rocky  Mountain  Center  for  Occupational 
Health. 

University  of  Washington,  School  of  Public  Health,  Northwest  Center  for  Occupa- 
tional Health  and  Safety. 

Harvard  University,  School  of  Public  Health. 

Johns  Hopkins  University,  School  of  Hygiene  and  Public  Health. 

Mt.  Sinai  School  of  Medicine,  New  York/New  Jersey  ERC. 

TABLE  2.— NIOSH  BUDGET  1970-1994:  BASED  ON  THE  RESEARCH  AND  DEVELOPMENT 
PRICE  (BRDP)  INDEX  [BASE  YEAR=1980] 

Year  Actual  Real  Equivalent  BRDP  Index 

1970  $10,353,000    $20,923,765    $39,779,014      0.4948 

1971  17,662,000  33,738,300  42,079,977  .5235 

1972  26,267,000  47,792,940  44,177,947  .5496 

1973  25,872,000  44.932,266  46,283.956  .5758 

1974  35,443,000  57,866,122  49,233,975  .6125 

1975  33,999,000  50,153,415  54,490,958  .6779 

1976  39,765,000  54,584,763  58,558,287  .7285 

1977  49,653,000  63,131,596  63,220,443  .7865 

1978  56,265,000  66,601,563  67,906,714  .8448 

1979  62,557,000  68,428,134  73,485.224  .9142 

1980  80,382,000  80,382,000  80,382,000  1.0000 

1981  67,848,000  61,843,041  68,187,092  1.0971 

1982  62,062,000  52,108,152  95,734,962  1.1910 

1983  57,484,000  45,546,312  101,450,122  1.2621 

1984  65,902,000  49,364,794  107,309,970  1.3350 

1985  65,337,000  46,572,813  112,767,906  1.4029 

1986  64,551,000  44,179,726  117,446,140  1.4611 

1987  70,093,000  45,500,162  123,826,471  1.5405 

1988  69,668,000  43,055,435  130,066,114  1.6181 

1989  70,355,000  41,331,806  136,826,240  1.7022 

1990  84,700,000  47,029,428  144,767,982  1.8010 

1991  96,970,000  50,801,551  153,275,162  1.9088 

1992  103,440,000    51,238,359    162,275,182      2.0188 

1993  113,224,000    53,176,780    171,149,354      2.1292 

1994  113,224,000    50,420,378    180,505,819 2.2456 

Data  provided  upon  request  by  the  Office  of  the  Director,  National  Institute  for  Occupational  Safety  and  Healthy. 

TABLE  3.— NIOSH  TRAINING  LINE  FUNDING  1971-1994:  BASED  ON  THE  RESEARCH 
AND  DEVELOPMENT  PRICE  (BRDP)  INDEX  [BASE  YEAR=1980] 

Year                                                Actual                    Real                 Equivalent  BRDP  index 

1970  0.4948 
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TABLE  3.— NIOSH  TRAINING  LINE  FUNDING  1971-1994:  BASED  ON  THE  RESEARCH 
AND  DEVELOPMENT  PRICE  (BRDP)  INDEX  [BASE  YEAR=1980] — Continued 

Year  Actual  Real  Equivalent             BRDP  index 

1971  $1,500,000  $2,865,330  $6,753,150  .5235 

1972  1.700,000  3.093,159  7,089.840  .5496 

1973  1.200,000  2,084,057  7,427,820  .5758 

1974  1.200,000  1.959,184  7,901,250  .6125 

1975  2.000.000  2,950.288  8.744,910  .6779 

1976  2,900.000  3,980,782  9,397,650  .7285 

1977  5,400,000  6,865,861  10,145,650  .7865 

1978  7,000,000  8.285,985  10,897,920  .8448 

1979  9,400,000  10,282,214  11,793,180  .9142 

1980  12,900,000  12,900,000  12,900,000  1.0000 

1981  7,602,000  6,929,177  14,152,590  1.0971 

1982  5,760,000  4,836,272  15,363,900  1.1910 

1983  5,760,000  4,563,822  16.281,090  1.2621 

1984  8,760,000  6.561,796  17,221,500  1.3350 

1985  8,760,000  6,244,208  18,097,410  1.4029 

1986  8,383,000  5,737,458  18,848,190  1.4611 

1987  9,900,000  6,426,485  19,872,450  1.5405 

1988  9,718,000  6,005,809  20,873,490  1.6181 

1989  10,095,000  5,930,560  21,958,380  1.7022 

1990  10,500,000  5,830,094  23,232,900  1.8010 

1991  10,500,000  5,500,838  24,623,520  1.9088 

1992  11,000,000  5,448,781  26,042,520  2.0188 

1993  11,092,000  5,209,468  27,466,680  2.1292 

1994  11,092,000  4,939,437  28,968,240 2.2456 

Data  provided  upon  request  by  the  Office  of  the  Director,  National  Institute  for  Occupational  Safety  and  Hearth. 

TABLE  4.— NIOSH  RESEARCH  LINE  FUNDING  1970-1994:  BASED  ON  THE  RESEARCH 
AND  DEVELOPMENT  PRICE  (BRDP)  INDEX  [BASE  YEAR=1980] 

Year  Actual  Real  Equivalent              BRDP  index 

1970  $10,353,000  $20,923,765  $39,779,014  0.4948 

1971  16.162,000  30,872,970  35,326,827  .5235 

1972  24,567,000  44,699,781  37,088,107  .5496 

1973  24.672,000  42,848,209  38,856,136  .5758 

1974  34,243,000  55,906,938  41,332,725  .6125 

1975  31.999,000  47,950.288  45,746,048  .6779 

1976  36.865,000  50,603,981  49,160,637  .7285 

1977  44,253,000  56,265,735  53,074,593  .7865 

1978  49,265,000  58,315,578  57,008,794  .8448 

1979  53,157,000  58,145,920  61,692,044  .9142 

1980  67,842,000  67,842,000  67,842,000  1.0000 

1981  60,246,000  54,913,864  74,034,502  1.0971 

1982  56,302,000  47,271.880  80.371,062  1.1910 

1983  51,724.000  40.982.490  85.169,032  1.2621 

1984  57,142,000  42,802.996  90,088,400  1.3350 

1985  56.577.000  40.328.605  94,670,498  14029 

1986  56.168,000  38,442.270  96.597.950  1.4611 

1987  60.193,000  39,073,677  103,956,021  1.5405 

1988  59,950,000  37,049,625  102,192,624  1.6181 

1989  60,260,000  35,401,246  114,867,860  1.7022 

1990  74.200,000  41,199,334  121,535.082  1.8010 

1991  86.470,000  45.300.713  128,651.642  1.9088 

1992  92,440,000  45,789,578  142,232,662  20188 

1993  102,132,000  47.967,312  143.682,674  2.1292 

1994  102.132,000  45,480,941  152,345,995 2.2456 

Oata  provided  upon  request  by  the  Office  of  the  Director,  National  Institute  for  Occupational  Safety  and  Health 


535 

STATEMENT  OF  JAMES  P.  PRESLOCK,  Ph.D.,  CHAIRMAN  PUBLIC  AF- 
FAIRS COMMITTEE,  SOCIETY  FOR  THE  STUDY  OF  REPRODUC- 
TION; BIOMEDICAL  RESEARCH  SCIENTIST,  DEPARTMENT  OF  OB- 
STETRICS, GYNECOLOGY,  AND  REPRODUCTIVE  SCD3NCES,  THE 
UNIVERSITY  OF  TEXAS  MEDICAL  SCHOOL  AND  HEALTH  SCD3NCE 
CENTER,  HOUSTON,  TX 

Senator  Gorton.  Dr.  Preslock. 

Dr.  Preslock.  Thank  you,  sir.  My  name  is  Dr.  James  Preslock. 
I  am  a  biomedical  research  scientist  and  a  faculty  member  in  the 
Department  of  Obstetrics,  Gynecology,  and  Reproductive  Sciences 
at  the  University  of  Texas  Medical  School  and  Health  Science  Cen- 
ter at  Houston.  I  serve  as  a  chairman  of  the  Public  Affairs  Commit- 
tee of  the  Society  for  the  Study  of  Reproduction.  Our  society  is  an 
international  biomedical  research  society  with  a  specific  interest  in 
basic  and  clinical  research  in  reproductive  sciences. 

Our  society  continues  to  be  very  concerned  by  the  deepening  cri- 
sis in  the  funding  of  basic  and  clinical  research  in  the  reproductive 
sciences  as  appropriated  through  the  National  Institute  of  Child 
Health  and  Human  Development.  We  are  also  very  concerned  by 
the  crisis  which  exists  for  the  funding  of  new  and  competing  re- 
search renewal  grants  by  the  overall  National  Institutes  of  Health. 

During  fiscal  year  1990,  the  NICHD  funded  310  competing 
grants,  which  was  an  all-time  low  level  of  funding.  For  the  current 
year,  the  NICHD  will  fund  355  competing  grants,  including  19 
grants  to  study  AIDS.  The  President's  request  for  the  NICHD  for 
1994  stipulates  a  total  of  360  competing  grants  funded,  with  32 
grants  earmarked  for  AIDS  research. 

We  are  also  concerned  regarding  the  overall  appropriation  for  the 
NICHD.  The  President's  budget  for  the  NICHD  for  1994  stipulates 
$542  million,  which  represents  an  overall  increase  of  only  2.8  per- 
cent over  the  1993  appropriation  of  $527  million.  However,  when 
the  $18  million  for  the  AIDS  budget  is  factored  out,  the  non-AIDS 
portion  of  the  budget  actually  decreases  by  0.9  percent  in  1994. 

The  funding  of  competing  research  grants  by  the  overall  NIH  is 
also  continuing  on  a  downward  spiral.  The  President's  request  calls 
for  only  5,594  competing  grants  to  be  funded  by  the  NIH  in  1994, 
which  is  substantially  lower  than  the  over  6,000  grants  which  were 
funded  only  2  years  ago. 

The  tight  funding  of  research  and  reproductive  sciences  through 
the  NICHD  is  having  a  direct  impact  upon  the  women  and  men  of 
this  Nation.  Infertility  and  unplanned  pregnancies  remain  as  seri- 
ous problems.  Also,  at  the  time  when  a  considerable  effort  is  being 
placed  on  reforming  the  health  care  industry,  the  President  is,  in 
essence,  decreasing  the  biomedical  research  enterprise  of  this  coun- 
try which  has  led  to  significant  advances  in  modern  medicine  and 
health  care. 

In  light  of  the  concerns  which  I  have  discussed,  the  Society  for 
the  Study  of  Reproduction  supports  a  budget  of  $684.9  million  for 
the  NICHD  for  the  next  fiscal  year,  which  is  the  professional  judg- 
ment budget  of  the  Institute.  This  level  of  funding  would  increase 
the  number  of  competing  grants  funded  from  358  in  1993  to  628 
funded  in  1994. 

We  also  support  a  budget  of  $57.1  million  for  NICHD  research 
centers  for  1994  to  support  the  73  currently  existing  centers  at  lev- 
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els  more  consistent  with  program  objectives  and  congressional  in- 
tent. 

This  budget  would  also  support  approximately  850  individual  in- 
stitutional research  trainees,  an  increase  of  100  trainees  above  the 
current  level  of  730. 

In  general  terms,  this  budget  of  $684.9  million  for  the  NICHD 
for  1994  would  provide  much  needed  grant  funding  for  developing 
newer,  more  effective,  and  safer  contraceptives;  investigating  the 
causes  of  and  developing  new  treatments  for  infertility;  investing 
other  disorders  of  the  reproductive  system,  including  premenstrual 
syndrome,  menopause,  and  cancers  of  the  reproductive  system. 

PREPARED  STATEMENT 

The  budget  which  we  are  supporting  for  the  NICHD  of  1994 
would  assist  greatly  in  alleviating  the  chronic  problem  of  the  other 
funding  of  that  Institute  of  the  NIH.  It  also  would  do  much  to  stem 
the  flow  of  scientists  from  the  biomedical  and  reproductive  sciences. 
If  we  wish  America  to  be  a  strong  and  vital  center  for  advances  in 
biomedicine  throughout  this  decade  into  the  next  century,  the  time 
for  action  is  now. 

I  hope  that  you  will  support  in  appropriations  what  I  propose  to 
you.  Thank  you,  very  much. 

Senator  Gorton.  Thank  you  very  much,  Dr.  Preslock. 

[The  statement  follows:] 

Statement  of  James  P.  Preslock 

Chairman  Harkin,  distinguished  members  of  the  Subcommittee,  ladies  and  gentle- 
men: 

My  name  is  Dr.  James  P.  Preslock.  I  am  a  biomedical  research  scientist  and  a 
faculty  member  in  the  Department  of  Obstetrics,  Gynecology  and  Reproductive 
Sciences  at  the  University  of  Texas  Medical  School  and  Health  Science  Center  at 
Houston.  I  serve  as  the  Chairman  of  the  Public  Affairs  Committee  of  the  Society 
for  the  Study  of  Reproduction.  Our  society  is  an  international  biomedical  research 
society  with  a  specific  interest  in  basic  and  clinical  research  in  the  reproductive 
sciences.  Our  members  are  holders  of  M.D.  or  Ph.D.  degrees,  and  we  serve  as  the 
faculties  of  major  medical  schools,  research  institutions,  and  on  graduate  and  under- 
graduate colleges  and  universities  primarily  within  the  United  States,  but  also 
throughout  many  countries  worldwide. 

Our  society  continues  to  be  very  concerned  by  the  deepening  crisis  in  the  funding 
of  basic  and  clinical  research  in  the  reproductive  sciences  as  appropriated  through 
the  National  Institute  of  Child  Health  and  Human  Development  (NICHD).  We  are 
also  very  concerned  by  the  crisis  which  exists  for  the  funding  of  new  and  competing 
renewal  research  grants  by  the  overall  National  Institutes  of  Health  (NIH). 

During  fiscal  year  1990,  the  NICHD  funded  310  competing  grants,  which  was  an 
all  time  low  level  of  funding.  The  NICHD  began  a  slow  recovery  with  370  competing 

f rants  funded  in  fiscal  year  1991,  and  395  competing  grants  funded  in  fiscal  year 
992,  which  included  8  competing  grants  earmarked  for  AIDS  research.  For  the  cur- 
rent fiscal  year  (fiscal  year  1993),  the  NICHD  will  fund  355  competing  grants,  which 
includes  19  grants  to  study  AIDS.  The  President's  Request  for  the  NICHD  for  fiscal 
year  1994  stipulates  a  total  of  360  competing  grants  to  be  funded,  with  32  grants 
earmarked  for  AIDS  research,  and  328  for  non-AIDS  research.  Therefore,  as  the 
number  of  non-AIDS  competing  grants  funded  has  substantially  declined  from  fiscal 
year  1992  (387  grants)  to  328  grants  in  fiscal  year  1994  (President's  Request),  the 
number  of  competing  research  grants  earmarked  for  AIDS  has  in  terms  of  percent- 
age, increased  substantially. 

The  success  rate  for  the  funding  of  competing  grants  by  the  NICHD  also  continues 
to  decline.  In  fiscal  year  1992,  the  success  rate  for  the  NICHD  was  26  percent  of 
approved  grants  which  were  actually  funded.  During  this  year  (fiscal  year  1993)  the 
success  rate  is  projected  to  decrease  to  only  20  percent  of  approved  grants  which 
will  be  funded.  The  President's  budget  calls  for  the  success  rate  for  the  NICHD  to 
remain  at  20  percent  for  fiscal  year  1994. 
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We  are  also  concerned  regarding  the  overall  appropriation  for  the  NICHD.  The 
appropriations  for  the  NICHD  increased  from  $518.5  million  in  fiscal  year  1992  to 
$527.7  million  for  fiscal  year  1993.  The  funding  for  fiscal  year  1993  is  $17.5  million 
below  what  was  requested  by  the  President,  and  is  an  increase  of  only  1.8  percent 
above  fiscal  year  1992  funding  levels.  This  increase  is  substantially  lower  than  the 
Biomedical  Research  and  Development  Price  Index  of  4.7  percent  for  fiscal  year 
1993,  which  is  the  biomedical  research  rate  of  inflation.  The  President's  budget  for 
the  NICHD  for  fiscal  year  1994  is  $542.3  million,  which  represents  an  overall  in- 
crease of  only  2.8  percent  over  the  fiscal  year  1993  appropriation  of  $527.7  million. 
However,  there  is  an  influx  of  $17.8  million  for  the  AIDS  budget  for  the  NICHD 
for  fiscal  year  1994,  which  is  reflected  in  a  50.4  percent  increase  in  the  AIDS  budget 
above  fiscal  year  1993,  levels  while  the  non-AIDS  portion  of  the  budget  actually  de- 
creases by  0.9  percent  in  fiscal  year  1994. 

The  funding  of  competing  research  grants  by  the  overall  NIH  is  also  continuing 
on  a  downward  spiral.  In  fiscal  year  1990  the  NIH  funded  4,620  competing  grants, 
which  increased  to  5,771  in  fiscal  year  1991.  In  fiscal  year  1992  the  NIH  funded 
6,001  competing  grants  which  is  projected  to  decrease  to  5,800  competing  grants 
which  will  be  funded  during  this  year  (fiscal  year  1993).  The  President's  request 
calls  for  only  5,594  competing  grants  to  be  funded  by  the  NIH  in  fiscal  year  1994. 

The  President's  budget  for  the  overall  NIH  for  fiscal  year  1994  also  reflects  a  de- 
crease in  appropriated  dollars.  The  funding  for  the  NIH  increased  from  $10.06  bil- 
lion in  fiscal  year  1992,  to  $10.36  billion  for  this  year,  which  is  an  increase  of  only 
3.0  percent  above  last  year's  levels.  The  President  has  requested  a  budget  of  $10.66 
billion  for  the  NIH  for  fiscal  year  1994,  which  is  an  increase  of  only  3.2  percent 
above  fiscal  year  1993  funding  levels. 

The  NIH,  including  the  NICHD,  are  continuing  to  fund  new  and  competing  re- 
newal grants  at  levels  below  the  amounts  approved  by  review  panels.  This  trans- 
lates into  an  investigator  not  receiving  sufficient  funds  to  accomplish  the  goals  and 
objectives  of  his  or  her  research  projects.  Therefore,  not  only  is  trie  investigator  un- 
able to  accomplish  what  has  been  proposed  and  funded,  but  also  at  the  time  of  com- 
peting renewal  the  investigator  will  be  criticized  by  reviewers  as  not  having  accom- 
plished the  objectives  which  were  set  forth  in  his  or  her  research  plan. 

The  tight  funding  of  research  in  the  reproductive  sciences  through  the  NICHD  is 
having  a  direct  impact  upon  the  women  and  men  of  this  nation.  Infertility  remains 
a  serious  problem.  Approximately  one  in  six  American  couples  are  unable  to  attain 
pregnancy.  Often  modern  technologies  such  as  in  vitro  fertilization  are  pursued  in 
an  effort  to  overcome  infertility.  However,  these  techniques  are  very  lengthy,  very 
expensive,  and  the  success  rate  is  very  low. 

It  is  somewhat  ironic  that  a  top  priority  of  this  Administration  is  the  issue  of 
health  care  reform.  At  the  time  when  a  considerable  effort  is  being  placed  on  re- 
forming the  health  care  industry,  the  President  is  in  essence  decreasing  the  bio- 
medical research  enterprise  of  this  country  by  decreasing  the  funding  which  has  led 
to  significant  advances  in  modern  medicine  and  health  care.  As  the  President  pro- 
poses to  decrease  the  funding  for  biomedical  research  as  funded  by  the  NIH,  he  is 
proposing  to  increase  the  budgets  of  the  National  Science  Foundation  research  pro- 
grams, which  in  general  do  not  fund  medically-related  research,  by  an  average  of 
16  percent  for  fiscal  year  1994. 

In  light  of  the  concerns  which  I  have  discussed,  the  Society  for  the  Study  of  Re- 
production supports  a  budget  of  $684.9  million  for  the  NICHD  for  the  next  fiscal 
year  (fiscal  year  1994),  which  is  the  Professional  Judgement  Budget  of  the  Institute. 
This  level  of  funding  for  the  NICHD  would  increase  the  numbers  of  competing 
grants  funded  from  358  funded  in  fiscal  year  1993  ($71.0  million)  to  628  ($130.5  mil- 
lion) funded  in  fiscal  year  1994.  Consistent  with  the  NIH  Financial  Management 
Plan,  the  average  costs  for  non-competing  grants  would  be  increased  by  4.0  percent 
above  the  fiscal  year  1993  levels,  and  average  costs  for  competing  grants  would  be 
increased  by  the  fiscal  year  1993  Biomedical  Research  and  Development  Price  Index 
of  4.7  percent.  This  funding  level  would  increase  the  success  rate  for  competing 
grants  from  24.0  percent  in  fiscal  year  1993  to  a  success  rate  of  40.0  percent  in  fis- 
cal year  1994. 

Our  society  supports  a  budget  of  $57.1  million  for  NICHD  research  centers  for  fis- 
cal year  1994.  This  level  of  funding  would  support  the  73  currently  existing  centers 
at  levels  more  consistent  with  program  objectives  and  Congressional  intent. 

This  budget  of  $684.9  million  for  the  NICHD  for  fiscal  year  1994  would  also  pro- 
vide $25.2  million  to  support  approximately  850  individual  and  institutional  re- 
search trainees.  This  would  represent  an  increase  of  120  trainees  above  the  current 
(fiscal  year  1993)  level  of  730  trainees  ($17.7  million).  Funds  to  support  bright  and 
enthusiastic  young  and  more  established  scientists  are  essential  if  the  United  States 


538 

is  to  maintain  our  position  as  a  world  leader  in  the  field  of  health  care  and  health 
delivery. 

In  general  terms  this  budget  of  $684.9  million  for  the  NICHD  for  fiscal  year  1994 
would  provide  much  needed  grant  funding  for  developing  newer,  more  effective,  and 
safer  contraceptives;  investigating  the  causes  of  and  developing  new  treatments  for 
infertility;  investigating  other  disorders  of  the  reproductive  system  including 
endometriosis  and  premenstrual  syndrome;  investigating  reproductive  mechanisms 
inherent  in  menopause  and  its  associated  problems  including  osteoporosis. 

The  budget  which  we  are  supporting  for  the  NICHD  for  fiscal  year  1994  would 
assist  greatly  in  alleviating  the  chronic  problem  of  the  underfunding  of  the  NICHD 
as  an  Institute  of  the  NIH.  The  NICHD  has  consistently  been  among  the  lowest 
funded  of  all  institutes  within  the  NIH. 

The  level  of  funding  of  $684.9  million  for  the  NICHD  which  we  are  supporting 
for  fiscal  year  1994  would  do  much  to  stem  the  flow  of  scientists  from  the  biomedical 
and  the  reproductive  sciences.  If  we  wish  America  to  be  a  strong  and  vital  center 
for  advances  in  biomedicine  throughout  this  decade  and  into  the  next  century,  the 
time  for  action  is  now.  I  hope  that  you  will  support  in  appropriations  what  I  have 
proposed  to  you. 

Thank  you  for  your  consideration  of  our  request. 

STATEMENT  OF  JAMES  KAHN,  Ph.D.,  NATIONAL  HEALTH  SCIENCES  EX- 
HIBIT CONSORTIUM 

Senator  Gorton.  Mr.  Kahn? 

Dr.  Kahn.  Mr.  Chairman,  I  appreciate  the  opportunity  to  appear 
before  your  subcommittee  this  morning  on  behalf  of  the  National 
Health  Sciences  Exhibit  Consortium.  The  Museum  of  Science  and 
Industry  in  Chicago,  of  which  I  am  president,  plays  a  lead  role  in 
this  organization. 

The  Health  Science  Consortium  will  be  the  succeeding  organiza- 
tion of  the  National  AIDS  Exhibit  Consortium,  a  group  of  eight 
public  science  museums  located  across  the  United  States  which  are 
working  together  to  develop  AIDS  education  programs,  including 
traveling  exhibits,  permanent  exhibits,  and  educational  curricula 
for  our  uncommon  classrooms.  The  National  AIDS  Exhibit  Consor- 
tium is  a  private-public  venture,  having  received  matching  finan- 
cial support  from  several  private  sector  and  non-Federal  partners 
with  the  U.S.  Centers  for  Disease  Control  and  Prevention. 

Since  its  founding,  the  National  AIDS  Exhibit  Consortium  has 
concentrated  on  developing  exhibits  in  educational  materials  about 
HIV/AIDS.  In  particular,  this  consortium  has  developed  a  fully  self- 
contained  traveling  exhibit  about  AIDS  which  will  be  circulated  na- 
tionwide beginning  late  in  1993  by  the  Association  of  Science  Tech- 
nology Centers. 

Besides  their  work  in  exhibits  which  are  close  to  being  up  and 
running,  the  National  AIDS  Exhibit  Consortium  has  also  focused 
on  research  and  development  of  exhibit  and  program  ideas  which 
could  form  the  basis  for  future  traveling  exhibits  or  permanent  ex- 
hibits at  museums  which  have  been  members  of  the  AIDS  Consor- 
tium. For  example,  the  Chicago  Museum  will  open  an  exhibit  on 
AIDS  early  in  1995  sponsored  by  Abbott  Laboratories. 

AIDS  is  not  the  only  serious  health  problem  facing  this  country, 
however.  And  there  is  a  tremendous  need  to  improve  public  under- 
standing of  how  individuals  can  reduce  health  risk  through  modify- 
ing lifestyles  and  practicing  prevention.  For  that  reason,  we  are  re- 
constituting the  existing  AIDS  Exhibit  Consortium  into  the  Na- 
tional Health  Science  Exhibit  Consortium.  This  new  consortium 
will  have  the  broader  mission  of  involving  all  information  edu- 
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cational  institutions  in  America  in  a  coordinated  effort  to  improve 
public  health  education. 

First  on  our  agenda  will  be  the  development  of  the  National 
Health  Education  Program  on  women's  health.  The  consortium  al- 
ready has  demonstrated  its  ability  to  apply  collaborative  resources 
toward  the  creation  of  new  and  innovative  public  education  initia- 
tives. This  new  program  will  contain  information  pertaining,  for  ex- 
ample, but  not  limited  to  breast  cancer  prevention,  cervical  cancer 
screening,  osteoporosis,  and  new  developments  in  areas,  for  exam- 
ple, of  prenatal  genetic  screening. 

Women's  health  concerns  have  been  generally  neglected  by  the 
medical  and  scientific  communities  over  the  past  several  decades. 
Only  this  January,  ongoing  research  of  the  consortium  recognized 
that  a  range  of  certain  infections  associated  with  HIV  disease  but 
commonly  found  in  women  rather  than  men  were  adopted  as  part 
of  the  accepted  AIDS  case  definition  by  the  Centers  for  Disease 
Control  and  Prevention. 

From  AIDS  to  aging,  nutrition,  and  physiology,  a  dedicated  focus 
on  the  unique  health  concerns  of  women  has  been  lacking.  The  con- 
sortium will  provide  a  productive,  cost  effective  means  of  achieving 
that  focus  all  across  the  country.  In  addition,  this  focus  will  raise 
the  consciousness  for  opportunities  in  the  science  and  health  relat- 
ed professions  over  the  coming  decades.  It  will  support  the  efforts 
of  science  museums  across  the  country  to  bring  information  about 
careers  in  health  and  medicine  to  the  next  generation  of  nurses, 
doctors,  and  health  care  professionals. 

Mr.  Chairman,  your  committee  is  charged  with  supporting  pro- 
posed solutions  to  today's  health  care  crisis.  Increased  investment 
in  prevention  and  education  will  result  in  reduced  risks  and  re- 
duced costs.  The  National  Health  Sciences  Exhibit  Consortium  is 
an  example  of  a  small  prevention  program  with  big  results.  The 
Centers  for  Disease  Control  has  recognized  the  value  of  work  being 
performed  by  the  consortium  and  has  enthusiastically  supported  its 
efforts. 

PREPARED  STATEMENT 

Each  dollar  your  committee  invests  in  those  program  is  leveraged 
with  private  and  non-Federal  funds.  These  dollars  already  are 
working  to  teach  millions  of  Americans  each  year  how  to  reduce 
their  risk  of  exposure  to  AIDS  and  other  diseases.  This  committee's 
ongoing  support  for  the  consortium  will  be  greatly  appreciated.  And 
I  thank  you  for  the  opportunity  to  appear  before  you  this  morning. 

Senator  Gorton.  I  thank  you  very  much,  Mr.  Kahn. 

[The  statement  follows:] 

Statement  of  James  Kahn 

Mr.  Chairman,  I  appreciate  the  opportunity  to  appear  before  your  Subcommittee 
this  morning  on  behalf  of  the  National  Health  Sciences  Exhibit  Consortium.  The 
Museum  of  Science  and  Industry  in  Chicago,  of  which  I  am  President,  plays  a  lead 
role  in  this  organization. 

The  NHSEC  will  be  the  succeeding  organization  of  the  National  AIDS  Exhibit 
Consortium,  a  group  of  nine  public  science  museums  located  across  the  United 
States  which  are  working  together  to  develop  AIDS  education  programs,  including 
travelling  exhibits,  permanent  exhibits  and  educational  curricula.  The  National 
AIDS  Exhibit  Consortium  is  a  public-private  venture,  having  received  matching  fi- 
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nancial  support  from  several  private  sector  and  non-federal  partners  with  the  U.S. 
Center  for  Disease  Control  and  Prevention. 

Since  its  founding,  the  National  AIDS  Exhibit  Consortium  has  concentrated  on  de- 
veloping exhibits  and  educational  materials  about  HIV/AIDS.  In  particular,  the 
NAEC  has  developed  a  fully  self-contained  travelling  exhibit  about  AIDS  which  will 
be  circulated  nationwide  beginning  in  late  1993  by  the  Association  of  Science-Tech- 
nology Centers.  Besides  their  work  in  exhibits,  which  are  close  to  being  up  and  run- 
ning, the  NAEC  also  has  focused  on  research  and  development  of  exhibit  and  pro- 
gram ideas  which  could  form  the  basis  for  future  travelling  exhibits  or  permanent 
exhibits  at  museums  which  have  been  NAEC  members. 

AIDS  is  not  the  only  serious  health  problem  facing  this  country,  however,  and 
there  is  a  tremendous  need  to  improve  public  understanding  of  how  individuals  can 
reduce  health  risk  through  modifying  lifestyles  and  practicing  prevention.  For  that 
reason,  we  are  reconstituting  the  existing  NAEC  into  the  National  Health  Sciences 
Exhibit  Consortium.  This  new  consortium  will  have  the  broader  mission  of  involving 
all  informal  education  institutions  in  America  in  a  coordinated  effort  to  improve 
public  health  education. 

The  first  program  planned  on  our  agenda  will  be  the  development  of  a  national 
health  education  program  on  Women's  Health.  The  Consortium  already  has  dem- 
onstrated its  ability  to  apply  collaborative  resources  toward  the  creation  of  new  and 
innovative  public  education  initiatives.  The  Consortium  now  plans  to  address  the 
need  for  improved  education  in  the  areas  of  women's  health.  This  program  will  con- 
tain information  pertaining,  for  example,  but  not  limited  to:  breast  cancer  preven- 
tion; cervical  cancer  screening;  osteoporosis;  and  new  developments  in  areas  of  inter- 
est to  women  and  men,  such  as  prenatal  genetic  screening. 

Women's  health  concerns  have  been  generally  neglected  by  the  medical  and  sci- 
entific communities  over  the  past  several  decades.  Only  this  January,  ongoing  re- 
search of  the  Consortium  recognized  that  a  range  of  certain  infections,  associated 
with  HIV  disease  but  commonly  found  in  women  rather  than  men,  were  adopted  as 
part  of  the  accepted  AIDS  case  definition  by  the  Centers  for  Disease  Control  and 
Prevention.  From  AIDS  to  aging,  nutrition  and  physiology,  a  dedicated  focus  on  the 
unique  health  concepts  of  women  has  been  lacking.  The  Consortium  will  provide  a 
productive,  cost-effective  means  of  achieving  that  focus,  all  across  the  country. 

And  as  the  work  force  outlook  for  science  and  health-related  professions  over  the 
coming  decades  grows  increasingly  pessimistic,  the  Consortium  will  motivate  inter- 
est in  these  careers  with  education.  It  will  support  the  efforts  of  science  museums 
across  the  country  to  bring  information  about  careers  in  health  and  medicine  to  the 
next  generation  of  nurses,  doctors  and  health  care  professionals. 

The  Consortium  has  developed  and  is  producing  a  cost-effective  national  AIDS 
education  program.  This  partnership  among  educators,  government  and  private  sec- 
tors works.  It  is  prepared  to  move  on  now  into  other  health  topics.  We  already  have 
identified  private  sector  partners  to  help  support  the  national  women's  health  exhi- 
bition effort. 

Mr.  Chairman,  your  Committee  is  charged  with  supporting  proposed  solutions  to 
today's  health  care  crisis.  Increased  investment  in  prevention  and  education  will  re- 
sult in  reduced  risk  and  reduced  costs.  The  National  Health  Sciences  Exhibit  Con- 
sortium is  an  example  of  a  small  prevention  program  with  big  results.  The  Centers 
for  Disease  Control  has  recognized  the  valuable  work  being  performed  by  the  Con- 
sortium and  has  enthusiastically  supported  its  efforts.  Each  dollar  your  Committee 
invests  in  this  program  is  leveraged  with  private  and  non-federal  funds.  These  dol- 
lars already  are  working  to  teach  up  to  70  million  Americans  each  year  how  to  re- 
duce their  risk  of  exposure  to  AIDS  and  other  diseases.  The  Committee's  ongoing 
support  for  the  Consortium  will  be  greatly  appreciated. 

Tnank  you  for  the  opportunity  to  appear  before  your  Subcommittee  this  morning. 

STATEMENT  OF  MARTIN  L.  STEPHENS,  Ph.D.,  THE  AMERICAN  HUMANE 
ASSOCIATION,  THE  HUMANE  SOCIETY  OF  THE  UNITED  STATES, 
AND  MASSACHUSETTS  SOCIETY  FOR  PREVENTION  OF  CRUELTY 
TO  ANIMALS 

Senator  Gorton.  Mr.  Stephens. 

Dr.  Stephens.  Thank  you,  Mr.  Chairman.  I  believe  I  am  not  only 
last,  but  least  in  terms  of  the  amount  of  additional  appropriations 
I  am  requesting. 

Senator  Gorton.  You  are  pretty  close. 

Dr.  Stephens.  I  am  Dr.  Martin  Stephens,  speaking  on  behalf  of 
the  Humane  Society  of  the  United  States,  the  American  Humane 
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Association,  and  the  Massachusetts  Society  for  the  Prevention  of 
Cruelty  to  Animals.  We  appreciate  this  opportunity  to  summarize 
our  written  remarks  on  the  appropriation  tor  the  National  Institute 
of  Environmental  Health  Sciences,  or  NIEHS,  which  is,  as  you 
know,  one  of  the  NIH  Institutes. 

One  of  our  organizational  goals  is  to  reduce  the  use  of  animals 
in  toxicity  testing  by  promoting  the  development  of  alternative 
methods.  The  Office  of  Technology  Assessment  in  1986  reported 
that  in  the  area  of  toxicity  testing  these  alternative  methods  can 
be  cheaper,  faster,  and  more  sensitive  than  the  animal  based  meth- 
ods. As  an  example,  I  would  cite  a  decision  by  the  U.S.  Department 
of  Transportation  just  a  few  days  ago  recognizing  a  new  alternative 
in  lieu  of  skin  testing  in  rabbits.  This  is  an  alternative  that  is  a 
chemical  based  procedure  that  identifies  substances  that  will  be 
corrosive  to  the  sltin. 

All  of  the  key  players  in  the  field  of  toxicology  are  committed  to 
the  advancement  of  alternatives,  including  private  industry,  but 
progress  has  been  hampered  by  a  lack  of  leadership.  So  we  are  urg- 
ing this  committee  to  appropriate  an  additional  $1.5  million  to  en- 
able the  NIEHS  to  assume  that  leadership  position.  We  have  been 
working  with  that  agency  for  the  past  several  years. 

Much  of  its  work  in  the  area  of  alternative  methods  is  conducted 
by  a  component  institute  or  component  agency  known  as  the  Na- 
tional Toxicology  Program.  Dr.  Kenneth  Olden  heads  both  the 
NIEHS  and  the  NTP,  and  he  has  made  alternatives  one  of  his  top 
priorities,  and  he  has  been  supported  in  that  decision  by  the  NTP 
Board  of  Scientific  Counselors.  I  would  also  add  that  Congress  has 
been  supportive  in  previous  appropriations. 

Our  written  statement  details  the  initiatives  that  the  additional 
appropriation  would  allow  the  NTP  and  the  NIEHS  to  undertake, 
but  just  by  way  of  example  let  me  mention  one,  which  is  the  estab- 
lishment of  a  validation  program.  Validation  is  the  process  by 
which  all  these  alternative  tests  that  are  being  developed  are  being 
evaluated  and  shown  to  be  acceptable  for  this  use  or  that  use,  and 
it  needs  Government  involvement  because  Government  regulates 
private  industry,  which  is  the  one  that  is  developing  all  these  tests. 
So  the  Government  has  to  get  involved  and  put  its  stamp  of  ap- 
proval on  these  tests.  And  so  the  additional  appropriation  would 
allow  the  NTP  to  step  up  and  take  over  that  leadership  position  in 
the  area  of  validation. 

That  initiative  and  the  others  would  allow  the  NIEHS  to  satisfy 
several  provisions  in  the  NIH  Reauthorization  Act,  which  Congress 
has  passed  and  which  is  awaiting  the  President's  signature.  And 
my  written  statement  quotes  that  act,  at  length.  But  in  effect,  Con- 
gress, itself,  is  calling  upon  the  NIEHS  to  expand  its  role  in  the 
area  of  alternative  methods. 

PREPARED  STATEMENT 

Last  year,  Congress  did  ask  the  NIEHS  to  do  more  in  this  area, 
but  the  NTP  noted  that  without  an  additional  appropriation  it 
could  not  afford  a  larger  role.  So  we  are  hopeful  that  this  sub- 
committee will  allow  the  NIEHS  to  play  that  larger  role  in  fiscal 
year  1994. 

Thank  you,  Mr.  Chairman. 
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[The  statement  follows:] 

Statement  of  Martin  L.  Stephens 

On  behalf  of  the  American  Humane  Association  (AHA),  The  Humane  Society  of 
the  United  States  (HSUS),  and  the  Massachusetts  Society  for  the  Prevention  of  Cru- 
elty to  Animals  (MSPCA),  I  appreciate  the  opportunity  to  testify  on  the  fiscal  year 
1994  appropriation  for  the  National  Institutes  of  Health's  National  Institute  of  Envi- 
ronmental Health  Sciences  (NIEHS).  We  are  three  of  the  nation's  largest  animal 
protection  organizations,  with  a  combined  membership  of  over  3  million. 

The  NIEHS  is  emerging  as  a  key  player  in  the  scientific  community's  efforts  to 
reduce  the  use  of  animals  in  toxicity  testing  by  developing  "alternative"  methods. 
Other  players  in  this  effort  include  private  industry,  academia,  animal  protection  or- 
ganizations, as  well  as  other  government  agencies.  Individuals  and  organizations  in 
all  of  these  disparate  segments  of  society  are  committed  to  making  safety  testing 
more  humane  by  developing  methods  that  can  reduce  and  sometimes  even  replace 
animal  use.  These  alternative  methods  include  "in  vitro"  techniques,  computer  mod- 
els, microorganisms  and  other  nonsentient  organisms,  chemical  methods,  and  other 
techniques. 

Unfortunately,  progress  in  advancing  the  science  of  alternative  methods  has  been 
hampered  by  lack  of  leadership.  The  AHA,  HSUS,  and  MSPCA  urge  this  Sub- 
committee to  appropriate  an  additional  $1.5  million  to  enable  the  NIEHS  to  assume 
a  leadership  position  in  advancing  alternative  methods. 

Much  of  the  NIEHS's  work  in  this  area  would  be  conducted  by  the  National  Toxi- 
cology Program.  Although  the  NTP  was  conceived  as  an  interagency  program,  the 
NTP's  budget  now  comes  almost  exclusively  from  the  NIEHS.  Moreover,  the  director 
of  the  NIEHS,  Dr.  Kenneth  Olden,  is  also  director  of  the  NTP.  Dr.  Olden  is  seeking 
to  expand  the  NTP's  role  in  advancing  the  science  of  alternative  methods.  He  made 
alternative  methods  one  of  the  NIEHS's  top  ten  priorities  for  fiscal  year  1993.  The 
NIEHS's  statement  of  priorities  affirmed  that  "the  Institute  is  strongly  committed 
to  support  of  research  aimed  at  reducing  the  use  of  animals  in  testing  or  validation 
of  the  use  of  nonmammalian  species  in  testing." 

Dr.  Olden  has  also  demonstrated  his  interest  in  alternative  methods  by  asking  the 
NTP  Board  of  Scientific  Counselors  (the  primary  scientific  oversight  body  for  the 
NTP)  to  review  the  NTP's  role  in  developing  and  validating  "alternate"  assays  that 
may  reduce  the  need  for  long-term  testing  in  animals.  In  referring  to  alternative 
methods,  the  Board  concluded  that  the  NTP  "should  foster  the  development  and  val- 
idation of  new  test  systems."2  The  NTP  draft  response  to  the  Board'  s  report  states 
that  the  "Program  agrees  with  the  Board  that  the  NTP  should  continue  to  foster 
the  development  and  validation  of  new  test  systems  and  should  be  involved  in  inter- 
agency coordination  efforts  to  develop  and  use  such  systems."3 

The  NIEHS/NTP's  expanding  role  in  the  alternatives  arena  is  supported  not  only 
by  the  NIEHS/NTP  leadership  and  the  NTP  Board  of  Scientific  Counselors,  but  also 
by  the  animal  protection  community  and  many  in  private  industry  and  academia. 
The  AHA,  HSUS,  and  MSPCA  have  been  working  with  the  NTP  on  this  issue  for 
several  years. 

The  Congress  has  also  been  supportive  of  alternative  methods  and  of  the  NTP's 
work  in  this  area.  We  have  been  particularly  pleased  with  the  receptivity  of  the 
members  of  both  the  House  and  Senate  Appropriations  Committees  who,  for  the  last 
three  years,  have  recognized  the  importance  of  developing  better  toxicity  tests  and, 
in  two  of  the  last  three  years,  have  approved  additional  funds  to  further  this  activ- 
ity. 

The  requested  additional  appropriation  for  fiscal  year  1994  would  cover  the  costs 
of  the  following  initiatives: 

Consensus  Conference  on  New  Methods  ($45, 000).— The  purposes  of  this  con- 
ference would  be  to  (i)  examine  the  level  of  consensus  on  the  strengths  and  weak- 
nesses of  existing  toxicological  methods  and  (ii)  assess  the  level  of  support  for  new, 
alternative  methods  and  the  problems  that  still  have  to  be  resolved  before  such 
methods  are  deemed  acceptable  for  use.  This  initiative  should  begin  by  addressing 
the  process  of  evaluating  toxicological  methods. 

Establishment  of  an  Acute  Toxicity  Laboratory  ($450,000  per  year).—  The  language 
of  the  NIH  Revitalization  Act  (see  below)  calls  for  the  NIEHS  to  develop  expertise 


'See  Office  of  Technology  Assessment,  Alternatives  to  Animal  Use  in  Research,  Testing,  and 
Education,  Government  Printing  Office,  Washington,  DC,  February,  1986. 

2  Federal  Register,  July  17,  1992,  pp.  31721-31730. 

3  Federal  Register,  Dec.  24,  1992,  pp.  61439-61444. 
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in  acute  toxicity,  which  would  complement  the  Institute's  expertise  in  chronic  tox- 
icity. The  requested  appropriation  would  enable  the  NIEHS  to  develop  such  a  lab. 

Workshops  on  Validation  of  New  Methods  ($50,000  per  year). — "Validation"  is  the 
process  by  which  new  methods  are  established  as  acceptable  for  particular  purposes. 
New  methods  must  first  be  evaluated  in  multiple  laboratories  using  a  variety  of 
chemicals  before  they  can  replace  existing  animal  tests.  What  constitutes  adequate 
validation  and  how  to  conduct  such  an  endeavor  are  current  stumbling  blocks  to  the 
replacement  of  animal  tests.  The  requested  appropriation  would  allow  the  NIEHS 
to  conduct  two  workshops  per  year  on  the  subject. 

Establishment  of  Validation  Program  ($1,000,000). — National  validation  programs 
are  particularly  needed  in  the  area  of  acute  toxicity  and  irritancy,  where  many  al- 
ternative methods  have  been  developed  but  not  yet  fully  evaluated.  Part  of  the 
NTP's  effort  in  the  validation  area  should  be  the  establishment  of  a  chemical  bank. 
Such  a  bank  would  contain  reference  chemicals  whose  identification,  purity,  and 
availability  are  guaranteed.  The  NTP  already  has  chemical  banks  that  supply  sci- 
entists with  reference  chemicals.  The  requested  appropriation  would  enable  the  NTP 
to  establish  a  validation  program  and  apply  its  chemical  bank  capability  to  this  new 
role. 

These  initiatives  would  help  the  NIEHS  satisfy  several  provisions  in  the  National 
Institutes  of  Health  Revitalization  Act.  This  Act,  which  both  the  House  and  Senate 
have  passed  and  which  the  President  is  expected  to  sign,  calls  upon  the  NIEHS  to 
establish  a  program  that  would:  *  *  *  develop  and  validate  assays  and  protocols, 
including  alternative  methods  that  can  reduce  or  eliminate  the  use  of  animals  in 
acute  or  chronic  safety  testing;  establish  criteria  for  the  validation  and  regulatory 
acceptance  of  alternative  testing  and  to  recommend  a  process  through  which  sci- 
entifically validated  alternative  methods  can  be  accepted  for  regulatory  use;  commu- 
nicate the  results  of  research  to  government  agencies,  to  medical,  scientific,  and  reg- 
ulatory communities,  and  to  the  public;  and  integrate  related  activities  of  the  De- 
partment of  Health  and  Human  Services.  (Title  XIII,  section  1301) 

In  sum,  this  Act  calls  upon  the  NIEHS  to  significantly  expand  its  role  in  the  area 
of  alternative  testing  methods.  Given  its  commitment  to  such  methods,  the  Institute 
should  welcome  this  expansion  if  given  the  necessary  funding.  Unfortunately,  such 
funding  was  lacking  last  year.  The  NTP  noted  that  the  "1992  Congressional  appro- 

f>riations  supported  the  development  of  alternative  test  systems  by  the  NTP  but  the 
evel  of  support  doesn't  afford  a  larger  role  in  the  field  for  the  NTF'.4  We  are  hope- 
ful that  this  Subcommittee  will  allow  the  NIEHS  to  assume  that  role  in  fiscal  year 
1994. 

Thank  you  for  the  opportunity  to  testify  in  support  of  greater  federal  involvement 
in  the  search  for  better,  more  humane  methods  of  testing  potentially  dangerous 
chemicals. 

Senator  GORTON.  Thank  you,  very  much,  Doctor.  Thank  you  all, 
the  members  of  this  panel  and  for  everyone  who  has  testified 
today.  This  testimony  is  very,  very  important  in  our  anguishing  de- 
cisions as  to  how  to  set  priorities  among  programs,  all  of  which 
have  very  worthy  goals  and  many  of  which  have  been  highly  suc- 
cessful. We  appreciate  your  participation  in  this  process  on  our 
part. 

SUBCOMMITTEE  RECESS 

The  subcommittee  will  stand  in  recess  to  reconvene  at  9:30  a.m., 
Wednesday,  May  12,  when  we  will  meet  in  SD-138  to  hear  from 
the  Department  of  Education  on  the  administration's  fiscal  year 
1994  budget  request. 

[Whereupon,  at  12  p.m.,  Friday,  May  7,  the  subcommittee  was 
recessed,  to  reconvene  at  9:30  a.m.,  Wednesday,  May  12.] 


'Federal  Register,  Dec.  24,  1992,  p.  61443. 


Material  Submitted  Subsequent  to  Conclusion  of 

Hearings 

[Clerk's  note. — The  following  statements  were  received  subse- 
quent to  conclusion  of  hearings.  The  statements  will  be  inserted  in 
the  record  at  this  point.] 

STATEMENT  OF  HON.  TOM  DASCHLE,  U.S.  SENATOR  FROM  SOUTH 

DAKOTA 

Mr.  Chairman,  this  year  your  subcommittee  faces  severe  budgetary  constraints,  and  I  appreciate 
the  difficulty  of  the  challenge  of  evaluating  and  reconciling  competing  demands  for  limited  funds. 
Nevertheless,  as  you  establish  funding  priorities,  I  seek  your  assistance  in  support  of  a  program 
that  has  a  far-reaching  impact  on  our  country's  economic  future  and  on  thousands  of  low-income 
youth  in  rural  and  urban  communities  across  this  nation.  I  am  speaking  of  the  Job  Corps  50-50 
plan. 

As  we  continue  to  search  for  ways  to  provide  more  opportunities  for  our  nation"s  low-income 
youth,  we  often  fail  to  realize  that  Job  Corps  has  a  tremendous  success  story  to  tell.  For  over  30 
years  Job  Corps  has  provided  training  and  education  to  disadvantaged  youth   -  not  just  die  urban 
or  rural  poor  -  but  all  who  participate.  Over  75%  of  Job  Corps  graduates  find  employment  or  go 
on  to  college. 

The  dilemma  we  face  is  that  there  arc  only  enough  resources  in  the  current  Job  Corps  program  to 
provide  services  for  one  in  seven  eligible  youth.  In  South  Dakota,  for  example,  our  only  Job 
Corps  center  has  200  to  225  openings  each  year,  but  receives  twice  that  many  applications. 
Expansion  of  Job  Corps  --  and  the  vocational  training,  education,  residential  supervision, 
discipline,  health  care,  counseling  and  job  placement  services  it  provides  -  to  those  currently 
denied  the  opportunity  could  make  a  significant  difference  in  those  young  peoples'  lives. 

Moreover,  over  50  percent  of  the  South  Dakota  youth  who  arc  fortunate  enough  to  participate  in 
the  Job  Corps  program  arc  forced  to  do  so  in  an  out-of-state  location.  Studies  have  shown  thai 
people  generally  tend  to  work  and  live  in  areas  where  they  are  trained.  For  a  state  like  South 
Dakota,  outmigration  of  Job  Corps  applicants  means  that  many  of  those  young,  well-trained 
workers  do  not  return  to  their  communities  to  assist  in  the  rcvitalizalion  of  our  rural  towns. 

Mr.  Chairman,  it  is  a  wonderful  achievement  that  this  federal  program  has  been  proven  effective  in 
both  urban  and  rural  settings  as  a  wise  investment  in  our  nation's  most  troubled  vulnerable  youth. 
I  encourage  you  and  the  Committee  to  approve  the  Administration's  proposed  FY  94  Job  Corps 
funding   -  $1.15  billion  for  the  Job  Corps  and  the  50-50  Plan.  This  is  truly  an  investment  in  our 
nation's  youth  and  future  economic  strength. 

Thank  you. 

(545) 
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STATEMENT  OF  HON.  BYRON  DORGAN,  U.S.  SENATOR  FROM 

NORTH  DAKOTA 

Good  morning  Mr.  Chairman,  and  thank  you  for  this 

opportunity  to  testify  on  behalf  of  Impact  Aid,  an  important 

program  for  the  state  of  North  Dakota  and  the  entire  nation.   I 

was  a  strong  supporter  of  Impact  Aid  while  in  the  U.S.  House  and 

I  plan  to  continue  to  support  it  here  in  the  Senate. 

As  we  all  know,  Impact  Aid  provides  essential  financing  to 
schools  where  the  federal  presence  makes  funding  through  local 
taxes  an  impossibility.   A  variety  of  federal  concerns,  ranging 
from  Air  Force  Bases  to  Indian  reservations,  require  many  North 
Dakota  schools  to  rely  greatly  on  Impact  Aid  funding.   Currently, 
we  have  50  school  districts  --  with  over  50,000  students  --  that 
receive  $11,812,480  in  Impact  Aid.   This  funding  has  helped  to 
ensure  that  all  North  Dakota  students  have  access  to  quality 
education. 

At  the  same  time,  our  country's  $381  billion  deficit  demands 
that  Congress  and  the  new  Administration  reexamine  our  fiscal 
priorities.   One  of  the  most  important  reasons  why  we  must 
restore  some  order  to  our  national  debt  is  to  ensure  that  our 
children  will  have  the  opportunity  to  achieve  a  level  of  success 
unparalleled  in  the  world.   However,  for  the  very  same  reason,  we 
must  address  our  education  deficit.   We  invest  in  our  children's 
future  by  investing  in  education.   This  is  why  the  President  is 
placing  such  an  emphasis  on  education,  and  why  I'm  opposed  to 
cuts  in  Impact  Aid  funding.   While  we  must  dramatically  reduce 
the  federal  deficit,  we  should  do  so  through  unneeded  and 
wasteful  programs  such  as  Star-Wars,  the  Super-Collider,  and  the 
Space  Station.   We  could  save  7  billion  in  this  year  alone  by  not 
funding  these  programs.   Therefore,  I  believe  we  must  reevaluate 
our  budget  priorities.   Cutting  Impact  Aid  funding  is 
fundamentally  inconsistent  with  our  goal  to  get  the  nation's 
education  system  back  on  track  before  the  year  2000. 
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President  Clinton's  budget  does  not  include  the  draconian 
cuts  in  Impact  Aid  proposed  by  the  past  Administration.   There  is 
a  5.8  percent  increase  for  section  3(a)  payments,  which  follows  a 
decade  in  which  the  total  appropriation  for  Impact  Aid  decreased 
by  7  percent. 

However,  the  Clinton  budget  request  also  reduces  funding  for 
section  3(b)  payments  by  50  percent  as  the  first  step  of  a  three 
year  phase-out  of  these  payments.   Section  "b"  is  designed  for 
students  whose  parents  either  live  or  work  on  federal  property. 

Additionally,  the  President's  proposed  reduction  in  "b" 
funding  would  eliminate  3(d)(2)(B)  funding  for  "b"  students. 
This  extra  payment  is  designed  to  help  under-funded  school 
districts  provide  a  level  of  education  equivalent  to  that  which 
is  provided  by  a  comparable  local  educational  area.   Emerado 
School  District  in  North  Dakota,  for  example,  only  receives  about 
$15,000  in  "b"  funding,  but  receives  an  additional  $80,000  in 
3(d)(2)(b)  funding.    These  payments  are  imperative  to  Emerado 
School  and  others  similarly  situated  throughout  the  nation.   I 
believe  the  payments  fulfill  a  special  government  obligation  and 
should  be  continued. 

As  you  may  know,  most  of  the  school  districts  in  North 
Dakota  operate  on  a  shoestring  budget,  and  most  have  no  room  for 
frivolous  spending.   Because  of  this  situation,  Impact  Aid  has  a 
real  influence  on  many  of  the  school  districts  in  the  State. 
Although  state  and  local  governments  shoulder  the  greatest 
burdens  of  our  educational  system,  it  is  important  that  the 
federal  government  not  abrogate  its  responsibility  to  federally 
impacted  schools  and  children.  From  Grand  Forks  Air  Force  Base 
School  where  99  percent  of  the  students  benefit  from  Impact  Aid, 
to  Belcourt  School  on  the  Turtle  Mountain  Indian  Reservation 
where  94  percent  of  its  students  receive  funding  from  Impact  Aid, 
the  payments  are  the  only  way  these  schools  keep  their  doors 
open. 
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Mr.  Chairman,  for  these  reasons  I  believe  funding  for  all 
Impact  Aid  programs  should  continue.   While  I  commend  the 
President  for  proposing  an  increase  in  section  "a"  payments,  I 
urge  the  committee  to  remember  the  importance  of  section  "b". 
The  federal  government  has  an  obligation  to  both  federally 
connected  "a"  and  "b"  children.   I  ask  the  committee  to  consider 
the  importance  of  both  programs. 


STATEMENT  OF  HON.  TONY  P.  HALL,  U.S.  REPRESENTATIVE  FROM 

OHIO 

Mr.  Chairman.   I  am  grateful  for  the  opportunity  to  appear  before  you 
today.   I  first  of  all  want  to  commend  you  for  your  leadership.  This 
committee,  under  your  leadership,  has  demonstrated  an  outstanding  commitment 
to  the  millions  of  Americans  in  need  of  quality  education,  health  care, 
economic  security,  and  economic  opportunity. 

Mr.  Chairman,  today  I  am  here  to  encourage  you  to  appropriate  $5  million 
in  fiscal  year  1994  for  the  Microenterprise  Grants  Program,  which  was 
authorized  last  year  in  P.L.  102-367,  the  Job  Training  Reform  Amendments  of 
1992. 

Mr.  Chairman,  it  is  critical  that  we  help  rebuild  the  economies  of  our 
troubled  cities,  communities,  and  States.   I  believe  that  the  Microenterprise 
Grants  Program  would  be  a  small,  but  promising,  part  of  that  effort. 

Microenterprise  programs  help  the  poor  get  out  of  poverty  by  helping 
them  set  up  their  own  small  businesses.   I've  seen  them  work  in  Bangladesh, 
the  Dominican  Republic,  and  in  communities  throughout  America.  These  programs 
show  great  promise,  and  Federal  policy  should  promote  them  for  several 
reasons: 

*  Thousands  of  Americans  want  to  get  out  of  poverty  through  their 
own  small  business. 

*  Communities  can  no  longer  count  on  big  government  or  big 
industry  to  provide  its  economic  base.   Increasingly,  a  community  must  provide 
that  base  for  itsel f . 

*  Microenterprise  programs  offer  the  possibility  of  creating  jobs 

in  communities  where  jobs  are  hard  to  come  by. 
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*  Microenterprise  programs  offer  poor  people  the  opportunity  to 
develop  the  skills,  initiative,  and  role  models  that  are  necessary  for  all 
development. 

*  Microenterprise  programs  are  useful  for  opening  up  new 
perspectives  on  poverty  and  how  to  combat  it. 

Microenterprise  programs  work  well,  Mr.  Chairman,  and  we  have 
demonstrations  from  around  the  country  to  prove  it.  The  time  is  now  right  for 
a  modest  amount  of  Federal  support.   I  believe  that  $5  million  for  the 
Microenterprise  Grants  Program  would  be  a  good  beginning  in  developing  these 
programs  in  America.  We  are,  after  all,  spending  $75  million  a  year  on 
microenterprise  programs  overseas;  can  we  not  begin  to  demonstrate  a  similar 
commitment  to  these  programs  here  in  America? 

As  you  know,  Mr.  Chairman,  in  the  last  decade  States  have  been  forced  to 
do  more  job  creation,  economic  development,  and  poverty  alleviation  with  less 
funds.  The  Microenterprise  Grants  Program-which  comes  from  H.R.  2258,  the 
Freedom  From  Want  Act,  omnibus  anti-hunger  legislation  I  and  Bill  Emerson 
introduced  in  the  last  Congress--sets  up  a  competitive  grants  program  under 
Title  IV  of  the  Job  Training  Partnership  Act  (Federally  Administered 
Programs).  The  Secretary  of  Labor  would  award  10  grants  per  year,  $500,000 
each,  to  10  States.  States  are  required  to  match  the  funds,  and  use  them  to 
develop  community-based  microenterprise  programs.  Only  those  States  that  are 
serious  about  microenterprise  development- -those  that  have  a  track  record,  and 
those  that  are  willing  to  use  their  own  funds-could  get  a  grant. 

Mr.  Chairman,  our  welfare  programs  offer  too  few  routes  out  of  poverty. 
Our  cities  and  communities  are  falling  apart.  Tight  budgets  constrain 
lawmakers  everywhere  in  America.  We--Federal  lawmakers- -have  to  start 
developing  and  funding  innovative  programs  to  help  people  help  themselves  out 
of  poverty.   I  believe  that  microenterprise  programs  have  that  potential. 
These  grants  could  make  a  profound  difference  in  the  lives  of  thousands  of 
low- income  people,  and  can  begin  to  rebuild  the  economic  base  of  troubled 
communities. 

It  should  be  noted,  Mr.  Chairman,  that  the  State  of  Iowa  is  in  a 
excellent  position  to  receive  one  of  these  microenterprise  grants  if  the  funds 
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are  appropriated.  Because  of  the  leadership  of  Dr.  John  Else  of  the 
Institute  for  Social  and  Economic  Development  in  Iowa  City,  Iowa  has  lead  the 
country  in  designing  and  implementing  effective  programs  to  lift  the  poor  out 
of  poverty  through  sel f -employment .  Such  a  track  record  will  highly  favor 
Iowa  in  the  competitive  application  process  under  the  Microenterprise  Grants 
Program. 

Mr.  Chairman,  members  of  the  Subcommittee,  thank  you  for  the  opportunity 
to  appear  before  you  today. 


STATEMENT  OF  THE  AMERICAN  ASSOCIATION  OF  RETIRED 

PERSONS 

The  American  Association  of  Retired  Persons  (AARP)  appreciates  this 
opportunity  to  comment  on  funding  next  year  for  programs  which  affect  the 
lives  of  many  older  Americans.    We  also  want  to  express  our  appreciation  to 
the  Subcommittee  for  its  efforts  over  the  years  on  behalf  of  all  elderly 
programs  which  come  under  its  jurisdiction.    This  includes  volunteer 
programs,  such  as  Foster  Grandparents,  Senior  Companions,  and  Retired 
Senior  Volunteers. 

A.  Low  Income  Home  Energy  Assistance  Program  (LIIIEAP) 

While  the  need  is  much  greater,  the  Association  supports  the  proposed 
funding  level  of  $1 .5  billion  next  year.    This  reflects  the  $1 .4  billion  advance 
appropriation  already  provided  by  Congress  in  the  FY  1993  Appropriation 
Act  and  $70  million  included  in  the  budget  request  currently  pending  before 
the  Subcommittee.    Budget  authority  would  rise  to  $1.8  billion  in  FY  1995, 
based  on  the  additional  $1.4  billion  advance  funds  also  proposed,  and  the 
President's  intention  to  pursue  added  resources  for  LIHEAP  in  FY  1995  to 
help  offset  the  impact  of  the  proposed  energy  tax  increase. 

The  Association's  commitment  to  Low  Income  Home  Energy 
Assistance  is  a  matter  of  record  with  this  Subcommittee  and  we  are  grateful 
for  its  past  support  which  has  kept  the  program  viable. 

B.  Older  Americans  Act/Administration  on  Aging 

The  Association  strongly  urges  that  funds  for  OAA  programs, 
especially  those  serving  vulnerable  populations  under  Titles  III,  VI,  and  VII 
be  increased  above  inflation  next  year.     Despite  increases  in  the  older 
population,  funding  for  many  programs  under  the  Act  has  declined 
substantially  in  real  terms  over  the  past  decade.    Moreover,  new 
responsibilities  under  an  expanded  mandate  have  placed  increasing  pressure 
on  existing  programs  and  services.    While  matching  resources  with  actual 
need  may  not  be  possible  in  a  given  year,  a  10%  increase  in  FY  1994  would 
help  bring  program  levels  more  in  line. 

AARP  also  recommends  that  funds  be  provided  to  expand  the  number 
of  legal  hotlines,  which  deliver  a  variety  of  needed  legal  services  to  many 
older  Americans,  and  for  outreach  activities  which  help  older  persons  gain 
access  to  public  benefit  programs  and  long-term  care  ombudsman  support. 


551 


C.  Tille  V  Senior  Community  Service  Employment  Program  and 
Job  Training  Partnership  Act 

The  Association  also  urges  the  Subcommittee  to  adopt  the  President's 
budget  request  for  the  Senior  Community  Service  Employment  Program. 
This  will  support  more  than  64,000  low  income  older  Americans  at  a  more 
realistic  per  unit  cost  and  also  permit  adequate  funding  to  begin  establishing 
equity  among  national  sponsors  serving  targeted  minority  populations.    The 
Association  appreciates  the  Subcommittee's  strong  support  of  this  program 
over  the  years.    AARP  also  urges  current  services  funding  for  the  Job 
Training  Partnership  Act. 

D.  Agency  for  Health  Care  Policy  and  Research:  Medical 
Effectiveness.  Outcomes  Research  and  Practice  Guidelines 

The  Association  recommends  that  funding  for  the  Agency  for  Health 
Care  Policy  and  Research  and  in  particular  the  Medical  Treatment 
Effectiveness  Program  (MEDTEP)  be  increased  to  the  President's  request 
next  year.  If  we  are  to  find  ways  to  lower  the  growth  in  the  cost  of  health 
care  without  jeopardizing  quality  of  care,  the  treatment  guidelines  and 
outcomes  research  undertaken  by  this  Agency  will  be  critical. 

E.  Medicare  Contractor  Funding 

AARP  urges  the  Subcommittee  to  provide  funding  for  Medicare 
contractors  at  levels  that  take  into  account  the  contractor's  efficiency  as  well 
as  the  effectiveness  of  the  delivery  of  services  to  beneficiaries.  Contractors 
are  responsible  for  reimbursing  Medicare  beneficiaries  and  providers,  and 
providing  technical  assistance  and  information  about  changes  in  the  Medicare 
program.    In  1989  the  Congress  enacted  Medicare  Physician  Payment  Reform 
legislation  which  completely  revised  the  way  in  which  the  Medicare  program 
pays  physicians.    In  this  legislation  contractors  were  required  to  implement  a 
new  fee  schedule,  volume  controls,  and  beneficiary  protections.    Without 
reasonable  funding,  critical  reimbursement  problems  for  beneficiaries  and 
providers  alike  would  be  the  result,  as  well  as  further  delays  and  errors  in 
processing  payments. 

F.  Nursing  Home  Inspections 

AARP  has  serious  concerns  about  the  Administration  proposal  to 
reduce  spending  for  survey  and  certification.   The  reduction  appears  to  be,  in 
large  part,  due  to  the  proposal  to  cut  the  Federal  contribution  for  nursing 
home  surveys  under  the  Medicaid  program  from  75  percent  to  50  percent. 
This  would  have  a  significant  adverse  impact  on  the  quality  of  nursing  home 
care,  particularly  given  most  states'  current  budget  problems  and  their 
inability  to  make  up  for  reductions  in  the  Federal  match.  We  are  also 
concerned  that,  as  we  debate  a  major  overhaul  of  our  health  care  system,  now 
is  not  the  time  to  cut  funding  to  ensure  quality  of  care  in  nursing  homes  or 
any  other  health  care  settings.    The  Association  strongly  urges  that  funding 
for  FY  1994  at  least  be  sufficient  to  maintain  current  levels  of  services  for 
survey  and  certification  functions. 

G.  National  Institutes  of  Heal(h 

AARP  supports  adequate  funding  for  research  conducted  by  the 
National  Institutes  of  Health  (Nil  I)  —  research  focused  both  on  treatment  of 
disease  and  on  prevention  of  disease  and  disability.   As  the  population  ages, 
crucial  policy  decisions  will  have  to  be  made  in  every  sector.    It  is  essential 
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that  these  decisions  be  grounded  in  solid  research.    The  Association 
appreciates  the  impressive  work  done  by  the  National  Institute  on  Aging  in 
this  regard. 
H.      Displaced  Homemaker  Program 

AARP  supports  providing  sufficient  funds  to  begin  implementing  the 
Displaced  Homemakers  Self-SulTiciency  Assistance  Act.    For  many  older 
women  who  have  been  homemakers  their  entire  lives  or  have  been  outside  the 
workplace  for  decades,  workforce  re-entry  is  extremely  difficult.  As  the 
workforce  ages,  and  the  older  workforce  becomes  increasingly  female,  the 
services  provided  by  the  Act  and  similar  programs  will  assume 
correspondingly  greater  importance. 
I.        Social  Security  Administration  fSSA)  Staffing  Levels 

We  are  concerned  that  inadequate  funds  for  SSA,  which  reduced 
staffing  levels  more  than  20%  from  1985  to  1990,  will  continue  to  hamper 
the  agency's  ability  to  deliver  quality  service.    The  most  noticeable  evidence 
of  deteriorating  service  is  the  mounting  backlog  of  disability  applications. 
The  agency  must  receive  sufficient  funding  to  meet  its  current  workload 
without  further  erosion.    AARP  urges  the  Subcommittee  to  provide 
sufficient  funds  next  year  for  this  critical  activity. 

Thank  you  again  for  the  opportunity  to  comment  on  the  Administration's  FY 
1994  budget  proposals. 


STATEMENT  OF  NORA  GARCIA,  CHAIRPERSON  OF  THE  FT. 
MOHAVE  TRIBE,  ON  BEHALF  OF  THE  AD-HOC  COALI- 
TION FOR  ANA 

Mr.  Chairman,  thank  you  for  providing  tribes  and  Native  organizations  with  this 
opportunity  to  provide  testimony  before  this  Subcommittee  regarding  the 
Administration  for  Native  Americans.  I  am  the  Chairperson  for  the  Ft.  Mohave 
Indian  Tribe  located  on  the  border  of  California  and  Arizona.  I  am  honored  to 
selected  be  the  spokesperson  for  the  Native  American  panel  here  today  and  offer 
this  written  testimony  for  the  record. 

The  Administration  for  Native  Americans  is  one  of  the  smartest  investments  in 
Indian  country  today.  For  every  dollar  provided  by  ANA  to  Indian  communities  an 
additional  $6  dollars  is  generated  in  matching  funds  from  public  and  private 
investments.  Unlike  many  other  federal  programs  for  Indian  communities,  ANA 
ensures  that  90%  of  the  Congressional  appropriations  flows  directly  into  the  local 
communities,  a  remarkably  low  loss  to  administrative  costs. 

Tribes  depend  upon  the  availability  of  ANA  funding  to  meet  a  variety  of  needs  for 
which  not  other  resources  are  available.  ANA  is  far  more  flexible  and  effective  a 
tool  for  tribes  for  the  purposes  of  economic  development.  ANA  funds  have  been 
used  by  tribes  to  plan,  develop  and  implement  innovative  strategies  toward  tribal 
self-sufficiency. 

Yet,  Congress  has  provided  virtually  no  significant  increase  to  this  important 
program  since  1978!  If  ANA  had  been  given  increases  to  cover  basic  inflation  since 
1978,  the  total  funding  level  today  would  have  been  over  $72  million. 
Unfortunately,  this  has  not  happened.  The  Congressional  Research  Service  has 
proven  that  ANA  funding  in  constant  1990  dollars  has  actually  resulted  in  a  loss  of 
buying  power  through  ANA  funds  of  nearly  90%.  Something  must  be  done.  We 
are  asking  Congress  to  provide  the  following  increases  to  ANA: 


553 


Environmental  Enhancement  Grants  to  Tribes 

Native  American  Languages  Act 

SEDS  Program  Increase  of  30% 

National  Indian  Policy  Center 

Total  ANA  FY  94  Recommended  Level 


$  8  Million 
$  5  Million 
$44.5  Million 
$  1  Million 
$58.5  Million 


The  President's  Budget  has  not  recommended  an  increase  in  FY  94,  and  has 
recommended  ANA  remain  at  $34.5  million.  The  number  of  tribes  and  Native 
American  organization  applying  to  ANA  for  assistance  has  grown  substantially  each 
year,  with  more  worthwhile  proposal  remaining  unfunded.  Historically,  ANA  has 
been  able  to  fund  only  30%  of  the  grant  applications  it  receives  from  tribes  and 
Native  American  communities. 

The  1990  U.S.  Census  reported  a  growth  of  the  American  Indian  population  by 
approximately  40%.  Yet,  what  has  happened  to  funding  for  ANA  reflects  a  reverse 
trend: 

ANA   Budget,   FY1975-93 

In   Constant   1990   Dollars 


CO 

c 
o 

1 


i — r 

1985 


i — i — r 

1990 


1993 


•SEDS:  We  are  asking  that  Congress  provide  ANA  a  30%  increase  in  its  basic 
appropriation  for  Social  and  Economic  Development  Strategies  (SEDS),  to  a  level  of 
$44.5  million  in  the  next  fiscal  year.  Some  of  the  innovative  strategies  used  by 
tribes  and  Native  American  organizations  have  included  the  following: 

•  Cheyenne  River  Sioux  Buffalo  Enhancement  --  The  tribe  developed  a 
project  to  reintroduce  buffalo  using  Sioux  tradition  and  modern  technology  through 
integrated  resource  management.  Substantial  benefits  to  the  tribe  include  increased 
tourism,  commercial  meat  production,  arts  and  crafts  production  and  wildlife 
enhancement,  and  a  means  for  long  term  economic  self-sufficiency. 

•Tulalip  Tribes  of  Washington  Development  --  A  3-year  project  to  stabilize 
and  diversify  the  economic  base  through  the  development  of  a  business  park, 
recreational/tourism  opportunities,  and  zoning  of  Indian  lands. 

•Nome  Eskimo  Community  --  Intensive  training  to  the  Tribal  council  in 
asserting  its  government  responsibility  in  child  welfare  matters  has  substantially 
benefitted  the  community  and  the  welfare  of  Eskimo  children  and  their  families. 
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•Intertribal  Agriculture  Council  --  In  Billings,  Montana,  this  project  has 
improved  Indian  agriculture  marketing,  increased  use  of  USDA  services  and 
stimulated  develop  through  a  national  profile  of  products  and  investment 
opportunities,  expanded  USDA  data  bases  for  Indian  products,  and  developed  a 
Native  American  Product  Certification  Mark  for  world  markets. 

•Guilford  Native  American  Association  -  In  North  Carolina,  the  "Indian 
Property  Initiative"  has  increased  affordable  and  livable  housing  for  rental  and 
home  ownership  by  Indian  families  through  the  purchase,  rehabilitation  and  rental 
of  properties.  The  project  includes  family  financial  assistance,  credit  counseling  and 
employment  for  Native  Americans. 

•  ENVIRONMENTAL  GRANTS:  The  Tribal  Environmental  Regulatory 
Enhancement  Act  was  passed  in  1990  to  assist  tribes  with  grants  though  ANA  to 
develop  environmental  protection  ordinances,  environmental  monitoring  and 
regulatory  capacity.  In  the  entire  life  of  this  important  statute,  no  funds  were  ever 
provided  to  ANA  to  implement  this  program.  Indian  tribes  are  treated  like  states 
under  the  Clear  Water  Act  and  Clean  Air  Act,  except  that  funding  is  not  provided  to 
build  the  capacity  of  tribes  to  assume  these  regulatory  responsibilities.  As  a  result, 
the  environmental  protection  of  Indian  lands  is  neglected  and  left  in  regulatory 
limbo,  a  target  for  illegal  commercial  and  government  dumping  of  hazardous 
materials.  We  are  seeking  the  full  $8  million  authorized  under  this  act  to  be  funded 
in  the  next  fiscal  year. 

•NATIVE  LANGUAGES:  The  Native  Languages  Act  was  passed  during  the  102nd 
Congress  to  help  prevent  a  tremendous  loss  to  the  culture  and  life  of  Indian  people 
all  across  the  Nation.  The  loss  of  Native  languages  is  a  significant  threat  to  the 
maintenance  of  Indian  cultures,  Indian  traditions  and  Indian  religions.  P.L.  102-524 
was  enacted  to  preserve  and  resurrect  the  languages  of  Native  Americans.  Language 
is  fundamental  to  identity  and  a  key  to  expanded  empowerment  of  Native 
American  communities  today.  Congress  must  act  to  provide  initial  funding  to  slop 
the  extinction  of  Native  American  languages.  We  are  asking  $4.5  million  in  FY  94. 

•  NIPC:  We  are  supporting  the  continuation  of  funding  for  the  National  Indian 
Policy  Center  currently  funded  through  this  committee.  American  Indian 
communities  can  benefit  from  the  centralized  research  of  Indian  policy  issues.  A 
request  of  $1  million  to  continue  this  effort  is  included. 

Mr.  Chairman,  ANA  represents  a  small  piece  of  the  volumes  of  worthwhile  and 
life-saving  projects  which  are  under  consideration  by  the  Labor/HHS 
Appropriations  Subcommittee.  For  Indian  communities,  ANA  represents  a  major 
and  extremely  important  resource  for  tribal  survival  and  development.  While  we 
appreciate  the  difficult  decisions  facing  this  Subcommittee,  we  urge  you  to  look  at 
the  funding  level  of  ANA.  It  has  not  been  increased  since  1978.  This  cannot 
continue.    I  thank  you  for  your  consideration. 


STATEMENT  OF  THE  ALAN  GUTTMACHER  INSTITUTE 

Background 

In  1990,  some  $504  million  in  federal  and  state  funds  were  spent  to  provide  family  planning 
services  to  low-income  women  and  others  who  would  otherwise  be  unable  to  obtain  care.'    These 
funds  came  from  diverse  sources  with  different  focuses.    Funds  from  the  federal -state  Medicaid 
program— $190  million— reimburse  both  private  physicians  and  clinics  for  family  planning  care  to 
women  specifically  eligible  for  Medicaid.    Clinic  services  were  also  supported  in  some  states  through 
funds  from  the  Maternal  and  Child  Health  and  the  Social  Services  Block  Grants  and  other  federal 
funds— $27,  $34  and  $0.9  million,  respectively,  but  nationally  family  planning  services  are  small 
components  of  these  broad  programs.    In  some  areas  of  the  country,  state  appropriations  for  clinic- 
based  family  planning  services  have  increased  in  importance  in  recent  years,  up  to  a  total  of  $140 
million  in  1990. 
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In  contrast.  Title  X  of  the  Public  Health  Services  Act  is  a  categorical  federal  program 
dedicated  solely  to  funding  clinics  to  provide  family  planning  services.   Title  X  regulations,  which 
define  the  services  that  must  be  provided  and  to  whom  fees  may  be  charged  within  a  Title  X  funded 
program,  apply  to  all  clients  even  if  other  funds  pay  for  their  specific  care.    As  a  result,  even  though 
Title  X's  $1 12  million  now  accounts  for  only  22%  of  public  family  planning  monies,  it  plays  an 
important  role  in  determining  the  structure  of  the  family  planning  clinic  service  delivery  system  and  in 
regulating  the  services  offered  through  it.    In  1983,  the  last  year  for  which  data  are  available,  clinics 
funded  wholly  or  in  part  by  Title  X  funds  represented  an  estimated  four-fifths  of  all  publicly  funded 
family  planning  clinic  services  in  the  United  States.1 

The  Alan  Guttmacher  Institute  (AGI)  is  currently  in  the  process  of  collecting  and  analyzing 
information  about  the  United  States  family  planning  clinic  system  in  order  to  monitor  potential 
changes  in  the  availability  and  accessibility  of  publicly  funded  family  planning  services  to  low-income 
women  and  others  who  rely  on  clinics  for  care.    Because  of  the  predominance  of  Title  X-funded 
clinics  in  this  diverse  "system,"  the  initial  stage  of  this  project  has  focused  on  clinics  that  are  funded 
through  Title  X. 

Structure  of  the  Title  X  Program 

The  Title  X  program  is  directed  by  the  Office  of  Population  Affairs  (OPA)  of  the  Department 
of  Health  and  Human  Services  (DHHS),  which  annually  allocates  funds  appropriated  by  Congress 
among  the  10  federal  regions.   In  each  of  the  regions,  a  Regional  Health  Administrator  makes  grants 
to  public  and  private  nonprofit  agencies  to  provide  contraceptive  services  as  well  as  training,  technical 
assistance  and  other  support  activities.    A  total  of  77  organizations  in  the  United  States  received  Title 
X  grants  in  1991,  ranging  from  one  to  four  per  state;  eight  others  are  located  in  Puerto  Rico  and 
American  territories.'   These  "Title  X  grantees"  are  diverse  organizations,  including  state,  county 
and  city  health  departments.  Planned  Parenthood  affiliates,  Indian  nations,  statewide,  regional  and 
local  family  planning  councils  and  community  organizations. 

Some  Title  X  grantees  directly  operate  family  planning  clinics  themselves,  distributing  their 
Title  X  funds  among  some  or  all  of  their  various  facilities;  some  grantees  instead  allocate  the  Title  X 
funds  to  other  agencies  (called  "delegate  agencies")  which  directly  operate  clinics  and  use  Title  X 
funds  for  some  or  all  of  their  sites;  and  some  grantees  both  directly  run  clinics  and  fund  delegate 
agencies  that  administer  other  clinics.   There  are  814  separate  delegate  agencies  receiving  Title  X 
funds  from  the  grantees;  81 1  of  these  are  located  in  the  United  States.    Delegate  agencies  are  even 
more  diverse  organizationally  than  are  grantees.    In  addition  to  the  types  of  organizations  listed 
above,  they  include  as  well  hospitals,  university  medical  centers,  community  action  organizations, 
neighborhood  health  centers.  Community  Health  Centers,  nursing  services  and  a  wide  variety  of 
private  nonprofit  agencies.    Grantees  of  one  organizational  type  commonly  fund  delegate  agencies  that 
are  other  types  of  organizations.   In  1991,  a  total  of  3,938  family  planning  clinics  were  administered 
by  Title  X  grantees  and  delegate  agencies;  3,900  of  these  were  in  the  United  States.4 

Survey  Methodology 

In  December  1991,  The  Alan  Guttmacher  Institute  (AGI)  sent  a  survey  questionnaire  to  all  41 
Title  X  grantees  and  811  delegate  agencies  in  the  U.S.  that,  according  to  DHHS/OPA,  administered 
3.900  family  planning  clinics  in  that  year.'   The  grantees  and  delegate  agencies  were  asked  to 
provide  the  following  information  for  each  family  planning  clinic  they  administer  (whether  or  not  the 
clinic  received  any  Title  X  funding): 

-  its  location; 

-  its  type  (health  department/Planned  Parenthood/other); 

-  the  number  of  family  planning  patients  it  served  in  1990  (excluding  sterilization  and  abortion 
patients); 

-  the  percentage  of  its  total  1990  clinic  budget  accounted  for  by  Title  X  funds; 

-  the  percentage  of  the  clinic's  1990  family  planning  budget  accounted  for  by  Title  X  funds. 

The  questionnaires  were  followed  up  by  mail  in  January  and  February,  1992.    In  April,  a 
preliminary  analysis  of  data  submitted  up  to  March  31,1 992  was  conducted  and  a  brief  report  on  the 
results  was  mailed  to  all  survey  respondents  and  nonrespondents.    At  the  same  time,  nonrespondents 
were  again  asked  to  take  the  opportunity  to  submit  data  in  order  for  AGI  to  complete  the  analysis. 
Telephone  calls  were  made  in  July  and  August  to  follow  up  remaining  nonrespondents.    All  follow-up 
work  was  ended  in  mid-August. 
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Responses  were  received  from  all  41  Title  X  grantees  and  from  769  of  the  delegate  agencies 
(95%).    Seven  of  the  delegate  agencies  indicated  they  currently  do  not  provide  medical  family 
planning  services;  all  were  single-site  organizations.    Forty-two  delegate  agencies  did  not  respond 
within  the  survey  period;  25  of  these  administer  only  one  family  planning  clinic. 

The  information  received  for  each  clinic  was  checked  to  eliminate  duplicate  reporting  between 
grantees  and  delegate  agencies,  and  obvious  inconsistencies  in  the  reported  data  were  resolved  through 
phone  calls  to  the  respondents.   Clinics  listed  by  responding  grantees  and  delegate  agencies  were 
matched  to  the  listing  of  Title  X  grantee  clinics  prepared  by  DHHS/OPA  in  early  1991.6 
Respondents  reported  information  for  an  additional  194  clinics  that  had  not  been  included  in  the 
DHHS/OPA  listing.   From  the  survey,  it  was  not  possible  to  tell  whether  any  clinics  that  appeared  in 
the  DHHS/OPA  listing  had  since  ceased  providing  family  planning  services. 

The  respondents  provided  information  for  3,650  (89%)  of  the  4,094  family  planning  clinics 
that  were  identified  as  being  administered  directly  by  or  through  Title  X  grantees  in  1991  either 
through  the  DHHS/OPA  listing  or  through  survey  responses  (Table  1).   The  nonrespondent  delegate 
agencies  administer  120  clinics.    Respondents  did  not  provide  information  for  324  of  the  clinics  they 
administer,  in  part  because  some  of  them  excluded  information  about  clinics  that  do  not  receive  Title 
X  funds. 

As  seen  in  Table  1,  respondents  provided  information  for  81-90%  of  clinics  in  half  of  the  10 
Title  X  regions  (Regions  2,  3,  4,  5  and  8)  and  for  over  90%  of  clinics  in  the  other  regions.   The  data 
received  covered  95%  of  health  department  clinics,  90%  of  Planned  Parenthood  clinics  and  76%  of 
other  types  of  clinics,  including  hospitals,  neighborhood  health  centers,  poverty  programs  and 
community  action  programs. 

Responding  grantees  and  delegate  agencies  provided  information  on  Title  X  funding  status  for 
70%  of  the  covered  clinics,  ranging  from  60%  in  the  Midatlantic  Region  3  to  more  than  80%  of 
clinics  in  New  England  (Region  1)  and  in  the  Rocky  Mountain  Region  8.    Title  X  funding 
information  was  provided  for  two-thirds  of  the  health  department  clinic  sites  and  for  80%  of  those  run 
by  Planned  Parenthood  affiliates. 

Cautions  in  Data  Interpretation 

While  time  trend  information  since  the  last  available  studies  of  the  clinic  system,  in  the  early 
1980s,  is  greatly  needed,  these  data  are  not  strictly  comparable  with  earlier  data  for  two  reasons. 
First,  contrary  to  earlier  studies,  this  survey  did  not  cover  clinics  run  by  any  of  the  many  publicly 
subsidized  agencies  that  are  not  associated  with  Title  X  grantees.' 

Second,  the  definition  of  "family  planning  patients"  used  in  this  survey  is  broader  than  that 
used  in  prior  studies,  which  included  only  women  receiving  a  medical  examination  primarily  related 
to  the  provision  of  a  contraceptive  method  and  excluded  those  obtaining  only  other  services,  such  as 
screening  and  treatment  for  sexually  transmitted  diseases,  pregnancy  testing,  counseling  and  referral 
to  other  providers.'  Since  this  survey  asked  respondents  to  report  the  number  of  all  family  planning 
patients,  except  those  obtaining  sterilization  or  abortion  services,  the  numbers  reported  undoubtedly 
include  women  receiving  reproductive  health  services  other  than  medical  contraceptive  services. 
Estimates  from  the  1988  National  Survey  of  Family  Growth  indicate  that  84%  of  women  who  made 
family  planning  visits  to  Title  X-funded  clinics  in  1987-88  received  medical  contraceptive  services.* 

In  addition,  many  respondents  provided  information  aggregated  across  all  clinics  they 
administer  rather  than  clinic-specific  data.    Respondents  provided  aggregate  grantee,  delegate  agency 
or  state  numbers  of  family  planning  patients  served  for  about  1.659  (46%)  of  the  total  3,640  clinics 
for  which  any  patient  data  were  reported.  Unless  otherwise  reported,  it  was  assumed  that  this 
information  covered  all  relevant  clinics. 

Missing  data  and  reporting  of  aggregate  rather  than  clinic-specific  information  were  common 
for  the  questions  of  what  percentages  of  the  clinic's  total  budget  and  the  clinic's  family  planning 
budget  were  accounted  for  by  Title  X.    Data  on  total  budget  were  available  for  only  1,867  (51%)  of 
the  3,650  clinics  covered  by  respondents  and  family  planning  budget  information  was  provided  for 
62%  (2,272)  of  clinics.    No  clinic  budget  information  was  reported  for  clinics  in  four  states 
(Connecticut,  Louisiana,  North  Carolina  and  Tennessee);  family  planning  budget  information  was  n  t 
reported  for  clinics  in  two  states  (Mississippi  and  South  Carolina).    Since  some  respondents  provided 
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only  one  type  of  budget  information,  a  total  of  70%  of  clinics  had  some  budget  and  Title  X  funding 
information.  Some  42%  (793)  of  the  1,867  clinics  with  clinic  budget  information,  and  46%  (1,051) 
of  the  2,272  clinics  with  family  planning  budget  information  had  the  same  percent  value  reported  as 
other  clinics  within  the  same  agency. 

Title  X  Family  Planning  Clinics 

Title  X  grantees,  either  directly  or  through  their  delegates,  administer  approximately  4,100  family 
planning  clinics  throughout  the  United  States.  Title  X  funds  are  used  in  94%  of  the  clinics  for  which 
funding  information  was  available.    If  this  proportion  applies  to  nonrespondents  as  well,  only  240  of 
the  4,094  clinics  administered  by  or  through  Title  X  grantees  do  not  now  receive  Title  X  funds. 
About  40%  of  these  are  Planned  Parenthood  clinics,  38%  are  health  department  sites  and  about  22% 
are  other  types  of  organizations  (not  shown). 

As  shown  in  Table  2,  more  than  one-quarter  of  the  clinic  sites  administered  through  the  Title 
X  program  are  located  in  the  Southeast  (Region  4),  where  21%  of  low-income  women  aged  15-44 
live.10  Another  quarter  of  the  clinics  are  in  the  Midwest  (Region  5)  and  in  the  Midsouth  (Region  6), 
where  18%  of  low-income  women  live.  Family  planning  clinics  administered  by  Title  X  grantees  are 
located  in  each  state  and  in  at  least  two-thirds  of  all  U.S.  counties.  In  1987-88,  a  total  of  88%  of  all 
women  of  reproductive  age  (15-44)  who  had  family  incomes  below  185%  of  the  federal  poverty  level 
lived  in  a  county  with  a  clinic  administered  by  a  Title  X  grantee." 

The  clinic  network  administered  by  Title  X  grantees  is  diverse  organizationally  as  well  as 
geographically:    58%  of  the  clinics  are  run  by  health  departments,  17%  by  Planned  Parenthoods  and 
25%  by  other  types  of  organizations  (Table  2). 

Family  planning  clinics  are  also  quite  diverse  in  size.    As  seen  in  Table  2,  on  average, 
individual  clinics  administered  by  Title  X  grantees  served  1.300  family  planning  patients  in  1990, 
ranging  from  six  to  17,700  patients  at  a  site.    Average  numbers  of  patients  served  are  highest  in  the 
West  (Region  9),  where  clinics  typically  serve  more  than  2,000  family  planning  clients  annually.    The 
numbers  of  women  served  per  site  are  lowest  in  the  Midatlantic,  Midsouth  and  the  Central  areas 
(Regions  3,  6  and  7),  ranging  from  1,051  to  1,062  in  1990. 

Following  a  pattern  seen  earlier  throughout  the  entire  clinic  network.  Planned  Parenthood  clinics 
covered  by  Title  X  grantees  tend  to  have  the  largest  family  planning  caseloads,  and  health  department 
clinics,  the  smallest.12  Planned  Parenthood  clinics  serve,  on  average,  twice  as  many  family  planning 
patients  annually  as  do  health  department  clinics  (2,128  vs.  980)  and  almost  50  percent  more  than 
other  types  of  clinics  (2,128  vs.  1,476).    Among  those  clinic  sites  for  which  Title  X  budget 
information  was  reported  and  that  were  receiving  Title  X  funds,  only  24%  of  the  health  department 
clinics  and  36%  of  other  clinics  served  1,300  or  more  family  planning  patients  annually,  compared 
with  67%  of  Planned  Parenthood  clinics  with  such  large  caseloads  (not  shown). 

Since  health  department  clinics  tend  to  serve  fewer  family  planning  patients  than  average,  they 
serve  only  44%  of  all  patients  in  clinics  administered  through  Title  X  grantees  even  though  they 
account  for  58%  of  grantee  clinics.   In  contrast,  Planned  Parenthood  clinics  which  account  for  only 
17%  of  all  sites,  serve  28%  of  all  patients  (see  Table  2). 

Family  Planning  Patients  Served 

In  1990,  over  4.6  million  family  planning  patients  were  served  in  the  clinics  for  which  survey 
responses  were  available  (Table  3).    An  estimated  total  of  5.3  million  family  planning  patients  were 
served  in  all  clinics  administered  by  Title  X  grantees  and  delegate  agencies  (assuming  clinics  without 
information  were  similar  to  covered  clinics,  within  region  and  by  type  of  provider). 

The  number  of  family  planning  patients  reported  for  each  state  by  clinic  type  is  shown  in  Table  3. 
No  attempt  was  made  to  estimate  the  total  number  of  patients  that  may  have  been  served  in  each  state. 
Five  states  (California,  Georgia,  New  York,  Pennsylvania  and  Texas)  served  at  least  200,000  family 
planning  patients  in  1990,  representing  together  almost  one-third  of  all  reported  clients. 

Health  department  clinics  are  the  major  providers  in  26  states,  including  all  8  states  in  the 
Southeast  (Region  4),  where  they  served  a  reported  92%  of  patients.   Health  departments  also  served 
over  half  of  the  clients  reported  in  Regions  6  and  10    Planned  Parenthood  clinics  are  the  principal 
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providers  in  15  states.   They  serve  over  half  of  all  reported  family  planning  clients  in  Regions  2  and 
5.    In  9  states  and  the  District  of  Columbia,  the  large  majority  of  patients  were  served  by  "other" 
types  of  clinics;  two-thirds  of  patients  in  New  England  (Region  1)  were  served  by  other  types  of 
clinic. 

The  average  clinic  caseload  also  varies  widely  from  state  to  state,  ranging  from  541  patients  per 
clinic  location  in  Arkansas  to  over  2,000  in  Alaska,  California,  Connecticut,  Indiana,  Nebraska,  Utah, 
Washington  and  Wisconsin  (Table  4).    Clinics  in  Arkansas,  New  Mexico  and  Virginia  served  fewer 
than  600  patients  per  site;  37  states  and  the  District  of  Columbia  averaged  more  than  1,000  patients 
per  clinic. 

Extent  of  Title  X  Funding 

Even  among  the  family  planning  clinics  that  are  part  of  the  Title  X  system,  dependence  on 
Title  X  varies  widely,  both  by  region  and  by  type  of  provider  (see  Table  5)    While  one  in  five  clinics 
for  which  funding  data  were  available  had  less  than  20%  of  their  family  planning  budget  provided  by 
Title  X  funds,  six  in  ten  clinics  nationwide  rely  on  Title  X  for  30%  or  more  of  their  family  planning 
budget. 

Clinics  providing  family  planning  services  often  provide  other  services  at  the  same  site, 
especially  those  run  by  health  departments,  hospitals  and  Community  and  Migrant  Health  Centers. 
These  services,  some  related  and  others  unrelated  to  family  planning,  may  be  offered  at  the  same  time 
as  family  planning  or  at  other  times  of  the  day  or  on  other  days.    As  a  result,  dependence  on  Title  X 
as  a  percentage  of  clinics'  total  budgets  is  generally  less  than  it  is  as  a  percentage  of  clinics'  family 
planning  budgets.    Four  in  10  clinics  nationwide  rely  on  Title  X  for  30%  or  more  of  their  total 
budgets. 

By  type  of  provider,  health  department  clinics  are  more  likely  to  rely  on  Title  X  for  30%  or 
more  of  their  family  planning  budgets  than  are  Planned  Parenthood  or  other  clinics  (68%  vs.  40% 
and  53%,  respectively).   Yet,  since  health  departments  are  more  likely  than  Planned  Parenthood  or 
other  clinics  to  provide  other  services,  with  other  sources  of  funding,  all  clinic  types  are  about  equally 
likely  to  rely  on  Title  X  for  their  total  clinic  budget.   Some  38%  of  health  department  clinics  depend 
on  Title  X  for  at  least  30%  of  their  total  clinic  budget,  compared  with  37%  of  Planned  Parenthood 
clinics  and  36%  of  other  types  of  clinics. 

Dependence  on  Title  X  for  family  planning  and  for  total  clinics  budgets  varies  quite  widely 
across  regions,  undoubtedly  reflecting  both  geographic  differences  in  types  of  providers  and  in 
provider  financing.    In  Regions  4,  5,  6,  7  and  8,  at  least  60%  of  all  clinic  sites  rely  on  Title  X  for 
30%  or  more  of  their  family  planning  budgets,  while  in  New  England  (Region  1)  three  in  five  clinics 
depend  on  Title  X  for  less  than  20%  of  their  family  planning  budgets. 

In  both  the  New  England  and  Midatlantic  areas  (Regions  I  and  3),  only  8-12%  of  clinic  sites 
for  which  data  were  available  rely  on  Title  X  for  at  least  30%  of  their  total  clinic  budgets.    In 
contrast,  in  the  Midwest,  Midsouth  and  Rocky  Mountain  Regions  (5,  6  and  8),  at  least  half  of  the 
clinic  sites  receive  30%  or  more  of  their  total  funding  from  Title  X. 

Ongoing  Efforts 

Data  collection  regarding  Title  X  and  the  national  family  planning  clinic  system  was  stopped 
by  the  Administration  in  1982.    AGI  undertook  nationwide  monitoring  of  family  planning  needs  and 
services  in  1983  with  private  funds,  but  data  have  not  been  available  since  then."   In  late  1991,  AGI 
began  to  gather  information  about  the  scope  of  the  Title  X  family  planning  program  in  order  to 
identify  service  changes  that  may  result  from  new  program  regulations.    This  work  has  been  funded 
by  The  Brush  Foundation,  The  Nathan  Cummings  Foundation.  The  Henry  J.  Kaiser  Family 
Foundation  and  The  David  and  Lucile  Packard  Foundation. 

In  early  1992,  AGI  launched  a  new  effort  to  monitor  the  current  status  of  family  planning 
needs  and  services.    Initial  funds  were  provided  by  a  grant  from  the  Planned  Parenthood  Federation 
of  America;  other  needed  funding  is  being  sought  from  other  sources.    Additional  phases  of  this 
project  will  provide— 

-  informations  the  state  and  county  level  on  the  numbers,  types  and  location  of  family 
planning  service  providers  and  women  served; 
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-  national  and  state  data  on  public  funding  for  contraceptive  services; 

-  national  information  by  type  of  provider  on  family  planning  agency  programs  and  policies, 
staffing  and  fees;  and 

-  new  estimates  of  the  numbers  of  low-income  women  and  other  women  who  are  at  risk  of 
unintended  pregnancy,  based  on  new  census  figures  and  national  surveys.   These  updated  estimates  of 
women  at  risk,  for  each  state  and  county,  will  be  published  in  February  of  1993. 


STATEMENT  OF  STEPHEN  McCONNELL,  ON  BEHALF  OF  THE 
ALZHEIMER'S  ASSOCIATION 

Mr.  Chairman  and  members  of  the  Subcommittee- 

My  name  is  Stephen  McConnell  and  I  am  the  Alzheimer's  Association's  Senior  Vice 
President  for  Public  Policy. 

The  Alzheimer's  Association  is  the  national  voluntary  organization  dedicated  to 
research  to  find  effective  treatments,  prevention,  and  eventually  a  cure  for  Alzheimer's 
disease.  Our  mission  is  also  to  support  the  four  million  Americans  and  their  families  who 
are  living  with  this  devastating  illness. 

As  the  leading  voice  for  persons  with  Alzheimer's  disease,  our  organization  wants 
to  extend  its  sincere  appreciation  to  you  and  your  colleagues  for  your  leadership.  Your 
tireless  support,  together  with  our  own  commitment  of  over  $26  million  in  private  funds, 
has  helped  expand  the  frontiers  of  medical  knowledge  about  this  disease,  and  has 
opened  the  door  to  sorely-needed  family  services. 

Mr.  Chairman,  one  in  ten  Americans  over  age  65,  and  half  of  those  who  live 
beyond  age  of  85,  will  spend  the  last  years  of  their  lives  enduring  the  ravages  of  this 
disease.  Each  year,  Alzheimer's  disease  costs  society  nearly  $100  billion.  And  since 
neither  public  programs  nor  private  insurance  offer  much  protection,  most  of  that  cost  is 
borne  by  families  and  loved  ones.  Unless  science  finds  answers  soon,  this  disease  will 
claim  at  least  14  million  individuals  by  the  middle  of  the  next  century,  placing  even  greater 
demands  on  our  health  care  system,  and  further  draining  our  national  resources. 

But  there  is  reason  to  hope.  The  public  and  private  partnership  I  alluded  to  has 
helped  create  an  infrastructure  of  academic  research  centers  and  individual  investigators 
that  has  brought  us  to  the  edge  of  important  discoveries. 

We  now  have  standardized  diagnostic  criteria,  risk  factors  are  better  understood, 
and  new  clues  are  being  uncovered  about  the  origins  of  abnormal  cells  in  Alzheimer  brain 
tissue. 

For  example,  three  separate  groups  of  researchers  have  discovered  that  beta 
amyloid-an  abnormal  protein  that  was  once  thought  to  be  found  only  in  persons  with 
Alzheimer's--is  actually  produced  by  normal  cells  and  present  in  all  persons.  This  leads 
scientists  to  a  new  question:  Why  does  this  protein  collect  in  plaques  in  persons  with 
Alzheimer's  disease,  but  not  in  others? 

Other  researchers  have  discovered  genetic  mutations  on  three  different 
chromosomes,  and  are  now  attempting  to  introduce  these  mutations  into  genetically 
altered  laboratory  mice  so  as  to  track  the  development  of  the  disease. 

Together,  these  important  new  developments  suggest  that  we  may  soon 
understand  the  disease  process  underlying  Alzheimer's. 

Of  course,  as  scientists  discover  clues  to  what  may  be  triggering  Alzheimer's,  they 
open  new  pathways  to  the  development  of  new  drugs  that  may  halt  or  slow  the 
progression  of  Alzheimer's  enough  to  enable  millions  of  Americans  to  live  healthy  and 
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productive  lives.  As  a  result  of  new  initiatives  at  the  National  Institute  on  Aging,  the 
mechanisms  are  now  in  place  to  expand  the  development  of  new  and  promising 
compounds  and  carry  out  rapid  clinical  testing  on  large  numbers  of  individuals  with 
Alzheimer's  disease. 

I  am  also  pleased  to  report  that  the  Food  and  Drug  Administration  has  agreed  to 
place  investigational  new  Alzheimer  drugs  on  a  fast  track  in  order  to  give  patients  the 
earliest  possible  access  to  new  therapies. 

Should  even  one  of  the  handful  of  drugs  currently  in  testing  prove  effective  in 
delaying  the  onset  of  symptoms  for  just  five  years,  this  would  reduce  the  devastating 
impact  of  Alzheimer's  in  as  many  as  50  percent  of  its  victims. 

On  another  front,  researchers  are  finding  positive  results  from  non-drug 
interventions  to  deal  with  the  behavioral  aspects  of  this  disease  and,  in  some  cases, 
restore  functional  abilities.  Our  hope  is  that  new  therapies  and  long  term  care  supports 
will  emerge  that  enable  people  to  remain  in  their  homes  and  the  community  as  long  as 
possible. 

Which  leads  me  to  the  subject  of  family  caregivers-those  who  are  often  referred 
to  as  the  "forgotten  victims." 

Three  out  of  four  caregivers  are  mid-life  or  older  women,  many  of  whom  are  in 
poor  health  themselves.  They  make  heroic  efforts  to  keep  their  loved  ones  at  home, 
often  at  enormous  physical,  emotional,  and  financial  cost  to  themselves.  These 
individuals  are  not  asking  to  be  relieved  of  their  caregiving  role.  They  only  ask  for  some 
help. 

In  its  recent  report  entitled  Confused  Minds,  Burdened  Families,  the  Office  of 
Technology  Assessment  identified  five  problems  that  restrict  access  to  services  for 
persons  with  Alzheimer's:  the  lack  of  services,  inadequate  funding,  lack  of  education  and 
training  for  providers,  poor  quality,  and  difficulty  in  locating  and  arranging  services. 

Those  problems  are  compounded  when  the  person  with  Alzheimer's  is  a  minority, 
resides  in  a  rural  community,  or  lives  alone. 

OTA  found  that  only  two  percent  of  family  caregivers  receive  any  supportive 
services.    For  these  individuals,  the  health  care  crisis  is  a  reality. 

RECOMMENDATIONS: 

In  spite  of  all  your  efforts,  Alzheimer's  research  remains  grossly  underfunded.  This 
year,  the  National  Institutes  of  Health  will  devote  $290  million  to  Alzheimer-related 
research,  or  about  one  dollar  for  every  $340  the  disease  is  costing  our  society.  Even 
though  this  disease  carries  tremendous  social  and  economic  costs,  research  on 
Alzheimer's  still  lags  far  behind  the  federal  investment  in  other  major  diseases,  such  as 
cancer,  heart,  disease,  and  AIDS. 

We  respectfully  urge  you  and  your  colleagues  to  close  that  gap  by  appropriating 
$550  million  for  medical  and  behavioral  research  on  Alzheimer's  disease. 

And  to  help  address  the  desperate  needs  of  family  caregivers,  we  urge  continued 
funding  for  the  Alzheimer  state  demonstration  grant  program  administered  by  HRSA.  Last 
year,  only  11  of  the  more  than  40  States  that  applied  received  small  grants  to  help 
coordinate  and  deliver  respite  care  and  other  valuable  services  for  patients  and 
caregivers. 

We  urge  you  to  expand  that  program  to  $25  million,  enough  to  help  all  50  States 
meet  the  needs  of  Alzheimer  families. 
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STATEMENT  OF  DR.  DAVID  R.  BICKERS,  ON  BEHALF  OF  THE 
AMERICAN  ACADEMY  OF  DERMATOLOGY 

Mr.   Chairman: 

I  am  David  R.  Bickers,  M.D.,  Professor  and  Chairman  of  Dermatology  at  Case  Western 
Reserve  University  in  Cleveland,  Ohio,  and  Chairman  of  the  Council  on  Research  of  the 
American  Academy  of  Dermatology  (AAD).    I  am  presenting  testimony  on  behalf  of  the  AAD 
whose  membership  represents  over  9,000  dermatologists. 

In  fiscal  year  1993  your  committee  was  particularly  helpful  in  recommending  increased 
funding  for  NIAMS  and  for  including  substantive  language  in  the  appropriations  bill, 
specifically  recommending  substantial  research  support  for  skin  diseases  such  as  psoriasis, 
various  forms  of  hair  loss  and  particularly  alopecia  areata,  and  disorders  of  keratin  that  cause 
disfiguring  scaling  and  thickening  of  the  skin.    The  AAD  is  also  grateful  for  the  funding  of  two 
new  Skin  Disease  Research  Centers  awarded  to  Yale  University  and  the  University  of  Texas 
Southwestern  Medical  School  in  Dallas,  bringing  the  total  to  four  of  the  six  centers  originally 
envisioned  several  years  ago. 

Despite  these  impressive  increases,  NIAMS  with  its  broad  base  of  scientific  programs 
supporting  research  in  diseases  of  the  joints,  muscles,  bones  and  skin,  has  been  seriously  under- 
funded for  an  extended  period  dating  to  its  inception  in  1986.  The  net  result  has  been  missed 
opportunities  to  advance  the  knowledge  base  in  these  areas  that  are  critical  to  the  vitality  and 
productivity  of  every  American.   There  has  been  a  relentless  decrease  in  the  number  of  funded 
grant  applications  submitted  to  NIAMS  over  the  past  three  years,  and  the  negative  consequences  of 
this  situation  are  potentially  devastating  to  the  progress  you  and  the  American  people  have  come  to 
expect.    Highly  productive  research  scientists  addressed  a  range  of  important  problems  including 
the  mechanism  of  the  development  of  psoriasis;  the  role  of  connective  tissue  abnormalities  in  the 
pathogenesis  of  autoimmune  diseases  such  as  lupus  erythematosus  that  predominantly  afflict 
women  in  their  younger  most  productive  years;  the  triggering  cause  of  the  immune  system 
attacking  the  basement  membrane  of  the  skin  in  older  patients  with  blistering  diseases;  and 
strategies  to  develop  more  effective  pharmacologic  inhibitors  of  inflammation  in  the  skin  that 
could  ultimately  replace  the  more  toxic  agents  that  are  currently  available.   Despite  these  missed 
opportunities,  considerable  progress  has  been  made  on  a  range  of  fronts,  and  these  will  be 
described  brieflv. 


RESEARCH  ADVANCES 

Epidermolysis  Bullosa 

Gene  mapping  of  skin  diseases  has  been  possible  because  of  the  development  of  molecular 
biology  techniques.    In  recent  years,  mutations  affecting  specific  keratins  (such  as  keratin  14  of 
human  skin>  have  been  identified  in  individuals  suffering  from  certain  painful  blistering 
diseases  known  as  epidermolysis  bullosa  (EB).    Indeed,  using  these  approaches,  it  may  soon  be 
possible  to  use  DNA  for  prenatal  diagnosis  of  devastating  inherited  blistering  diseases  that  cause 
untold  suffering    Imagine  for  a  moment  that  even  the  most  trivial  trauma  to  your  skin,  such  as 
picking  up  the  telephone  or  raking  leaves,  would  result  in  the  wholesale  uncontrolled  peeling 
away  of  your  skin  in  large  sheets  that  then  lead  to  constricting,  painful  scarring. 

There  is  now  strong  evidence  for  linkage  of  one  form  of  EB  to  inheritance  of  the  genes  that 
encode  the  keratins  of  basal  epidermal  cells  in  human  skin.  This  correlates  with  the  preferential 
site  of  damage  which  is  associated  with  the  blistering  process. 

Molecular  Cloning  of  Antigens  Causing  Autoimmune  Disease 

In  patients  suffering  from  the  autoimmune  blistering  skin  disease  known  as  bullous 
pemphigoid,  circulating  antibodies  directed  against  structural  components  of  the  dermal- 
epidermal  junction  (basement  membrane  region)  have  been  identified,  but  the  search  for  the 
specific  target  of  the  antibodies  has  proven  to  be  difficult.   It  is  now  known  that  there  are  multiple 
antigens  and  that  patients  may  develop  the  disease  because  of  these  different  antigens. 

Epidermal  Cells  Make  Cytokines  That  Are  Involved  in  Psoriasis 

Cytokines  are  soluble  substances  that  evoke  many  types  of  inflammatory  and 
immunologic  reactions.    Psoriasis  is  a  disease  in  which  there  is  marked  redness,  scaling,  and 
thickening  of  the  skin  with  evidence  of  increased  inflammation.    Recent  studies  have  shown  that 
imbalances  among  certain  cytokines  may  be  a  trigger  for  the  development  of  psoriasis  and 
portend  the  development  of  novel  therapeutic  approaches  to  managing  this  disease  by  correcting 
these  imbalances. 
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Another  exciting  advance  in  research  related  to  cytokines  and  psoriasis  has  been  the 
development  of  transgenic  mice  (animals  with  special  genes  introduced  into  them)  with  increased 
expression  of  growth  factors  such  as  transforming  growth  factor-alpha  in  their  epidermis.    Such 
animals  manifest  massive  thickening  of  their  skin  which,  in  some  respects,  resembles  human 
psoriasis.   Such  models  will  clearly  lead  to  important  new  insights  into  the  course  and  cure  of  this 
disease. 

Cancer-Causing  Effects  of  the  Human  Papilloma  Viruses  (HPV) 

The  HPV  are  ubiquitous  and  are  the  cause  of  various  kinds  of  warts.   In  addition,  these 
viruses  can  cause  multiple  wart-like  growths  in  patients  with  a  rare,  recessively-inherited 
disease  known  as  epidermodysplasia  venuciformis.    Many  of  these  warts  may  progress  to 
squamous  cell  carcinomas,  particularly  in  sun-exposed  areas  of  the  skin.    Recent  studies  indicate 
that  HPV  may  be  involved  in  the  development  of  squamous  cell  carcinomas  that  affect  the  genital 
region  of  the  skin.    This  is  consistent  with  the  known  involvement  of  HPV  in  cervical  cancer  in 
women.    These  studies  further  emphasize  that  programs  aimed  at  reducing  the  transmission  of 
HPV  infection  could  reduce  the  risk  of  developing  certain  types  of  cancer. 

EFFECTS  OF  YOUR  SUPPORT 

These  achievements  have  only  been  possible  because  of  your  past  generous  support  of 
NIAMS,  and  we  are  deeply  grateful  to  you.   However,  so  much  remains  to  be  done  if  we  are  to 
translate  these  fundamental  observations  into  new  diagnostic  techniques  and  to  new  therapeutic 
approaches  to  patients  suffering  from  painful,  discomforting,  and  potentially  fatal  diseases  of  the 
skin.    Many  of  these  diseases  cause  untold  human  suffering  and  diminish  the  economic 
productivity  and  the  personal  happiness  of  those  afflicted. 

Advances  in  the  Diagnosis,  Prevention  and  Treatment  of  Skin  Cancer 

The  AAD  has  launched  a  nation-wide  program  to  screen  the  American  public  for  skin 
cancer.    One  in  every'  si*  Americans  will  develop  some  type  of  skin  cancer  in  their  lifetime,  and 
most  of  these  can  be  cured  with  early  detection  and  treatment.   More  than  600,000  new  cases  of  skin 
cancer  will  be  diagnosed  in  the  United  States  this  year.    The  incidence  of  malignant  melanoma, 
which  increased  500  percent  between  1950  and  1985,  is  rising  faster  than  any  other  cancer,  and  is 
the  major  form  of  skin  cancer  that  can  kill. 

Last  year,  the  Senate  Appropriations  Committee  directed  the  Centers  for  Disease  Control 
and  Prevention  (CDC)  "...to  submit  a  report  prior  to  the  hearings  on  the  1994  budget  assessing  the 
feasibility  and  appropriateness  of  a  skin  cancer  screening  demonstration  project  among  senior 
citizens."   Americans  over  the  age  of  65  account  for  more  than  half  of  all  new  cases  of  skin  cancer 
diagnosed  each  year.   This  year,  we  ask  you  to  fund  and  direct  the  CDC  to  conduct  these  skin 
cancer  screening  demonstrations.     The  dermatologic  community  has  joined  forces  to  work 
toward  the  screening  and  prevention  of  skin  cancer  by  establishing  Skin  Cancer  Detection  and 
Prevention  Month  held  in  May  of  each  year.    In  1992,  dermatologists  screened  approximately 
100,000  Americans  for  skin  cancer  and  melanoma. 

Also,  Mr.  Chairman,  you  may  be  interested  to  know  that  on  October  15-16  of  last  year,  the 
AAD  held  the  first  National  Conference  on  Environmental  Hazards  to  the  Skin.  Over  200  people 
registered  for  this  conference,  and  over  40  presentations  were  made  by  physicians  and  researchers 
in  the  field  of  the  environment,  ranging  from  the  atmospheric  effects  on  the  biology  of  the  skin,  the 
ozone  layer,  as  well  as  naturally  occurring  hazards  and  manmade  hazards  including  impacts  of 
chemicals,  pesticides  and  cosmetics.   As  a  result  of  this  conference,  the  AAD  has  now  embarked  on 
a  program  of  physician,  patient  and  public  education  about  environmental  hazards  to  the  skin. 

RECOMMENDED  SUPPORT  FOR  NIAMS 

To  ensure  that  NIAMS  can  continue  to  fund  skin  research  in  significant  ways,  I  am 
urging  that  Congress  add  $50  million  to  the  FY  1993  NIAMS  budget. 

NIAMS  desperately  needs  additional  funding  for  competing  research  project  grants.    Only 
one  of  six  scientifically  approved  grants  received  by  NIAMS  actually  receives  funding     In  1992, 
the  NIAMS  success  rate  was  17.5  percent,  compared  to  an  overall  NIH  rate  of  29.6  percent.   It  should 
be  noted  that  almost  40  percent  of  the  NIAMS  budget  addresses  diseases  affecting  women,  but  much 
excellent  research  in  diseases  that  affect  women  cannot  be  funded. 

Congressional  bill  report  language  originally  recommended  funding  for  six  Skin 
Disease  Research  Centers     However,  because  of  overall  budget  constraints,  only  four  of  the 
recommended  six  centers  have  been  funded    The  $50  million  increase  to  the  1993  NIAMS  budget 
would  allow  the  Institute  to  fund  a  total  of  six  centers  as  originally  recommended. 
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NIAMS  is  also  in  need  of  additional  support  of  its  intramural  research  and  education 
programs.    Due  primarily  to  hiring  freezes  and  the  relative  newness  of  the  Institute,  it  currently 
has  a  short-fall  of  about  75  FTEs.  This  is  impeding  the  research  advances  that  would  otherwise  be 
forthcoming  from  this  very  strong  program. 

Additional  funding  for  clinical  trials  is  needed.    Studies  of  new  treatments  conducted  in 
these  trials  is  one  of  the  most  efficient  ways  to  achieve  transfer  of  basic  knowledge  to  better  care  of 
patients. 

There  is  also  a  major  need  to  create  a  bone  and  connective  tissue  laboratory  to  pursue 
studies  related  to  connective  tissue  biology.   The  previously-established  Laboratory  of  Skin 
Biology,  under  the  direction  of  Dr.  Peter  Steinert,  is  a  world-class  facility  pursuing  studies  of  the 
molecular  biology  of  keratins. 

The  AAD  is  deeply  grateful  to  the  Congress  for  its  history  of  generous  support  of  NIAMS. 
However,  it  is  clear  that  further  advances  in  molecular  and  cellular  biology  and  their  transfer  to 
patients  can  only  be  realized  with  continued  substantial  support  of  the  NIAMS.  I  thank  you  for 
your  continued  interest  and  support  of  our  research  efforts,  and  for  the  opportunity  to  address  you 
this  morning. 


STATEMENT  OF  THE  AMERICAN  ACADEMY  OF  FAMILY 

PHYSICIANS 

Family  Practice  Training  Programs 

Background 

As  the  nation  grapples  with  health  system  reform,  any  efforts  to  provide  universal  access, 
control  costs  and  preserve  quality  will  be  thwarted  by  a  crucial,  structural  problem  in  our 
system  —  the  acute  scarcity  of  generalist  physicians  in  relation  to  subspecialist  doctors. 
While  in  most  countries  at  least  50  percent  of  physicians  are  generalists  -  defined  as 
family  physicians,  general  internists  and  general  pediatricians  -  the  U.S.  physician 
workforce  is  comprised  of  more  than  70  percent  subspecialists  and  only  30  percent 
generalists.    Family  physicians/general  practitioners  constitute  only  13  percent  of  the 
total.    In  addition,  fewer  medical  students  are  selecting  to  pursue  generalist  careers. 

Since  1991,  several  studies  have  been  released  confirming  the  importance  of  generalism 
in  the  debate  on  national  health  care  reform.    Permit  me  to  highlight  three.    The  first, 
authored  by  Barbara  Starfield  in  the  Journal  of  the  American  Medical  Association 
(JAMA),  compared  ten  nations  on  the  basis  of  their  primary  care  systems  and  found 
better  public  outcomes  and  higher  public  satisfaction  in  countries  where  a  generalist 
model  of  health  care  delivery  predominated.   The  second,  by  Sheldon  Greenfield,  et.  al., 
also  in  JAMA,  studied  treatment  patterns  across  medical  specialities  and  found  generalist 
physicians  to  be  far  more  cost-effective  due  to  their  prudent  use  of  hospital  services,  tests 
and  expensive  procedures.    Finally,  the  October,  1992  report  by  the  Council  on  Graduate 
Medical  Education  (COGME)  asserted  that  the  U.S.  has  far  too  few  generalist  physicians 
and  recommended  increasing  their  numbers  to  50  percent  of  the  physician  supply. 

Numerous  other  organizations,  such  as  the  American  Medical  Association,  Association  of 
American  Medical  Colleges  and  the  Physician  Payment  Review  Commission  have 
recently  advocated  increasing  the  supply  of  generalist  physicians. 

Influence  of  Federal  Policies 

Federal  policies  have  precipitated  the  overspecialization  of  physicians.    Medicare 
graduate  medical  education  (GME)  payments,  totaling  approximately  $5  billion  in  1992, 
promote  training  in  the  procedurally-oriented  specialties,  rather  than  in  family  practice 
and  other  generalist  specialties.    For  example.  Medicare  GME  payments  go  exclusively 
to  hospitals  --  where  subspecialist  physicians  are  primarily  trained  -  rather  than  to 
ambulatory  care  sites  --  where  generalist  doctors  receive  much  of  their  training. 

Funds  from  the  National  Institutes  of  Health  (NIH)  that  go  to  academic  medical  centers 
are  also  a  critical  factor  in  the  rise  of  specialization.   Academic  medical  centers  received 
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approximately  $6  billion  in  1992  from  N1H,  clearly  a  significant  revenue  source  for  these 
institutions.    Competition  for  NIH  grants  spurs  medical  schools  to  divert  resources  and 
prestige  to  revenue-generating  departments  in  the  medical  subspecialities,  at  the  expense 
of  departments  of  family  medicine. 

Need  for  Additional  Funding  for  Title  Vll 

Title  VII  of  the  Public  Health  Service  Act,  which  provides  funding  for  training  family 
physicians  and  departments  of  family  medicine,  (as  well  as  other  primary  care  programs) 
pales  in  contrast  to  Medicare  GME  and  NIH  grant  dollars.    Nevertheless,  family  practice 
residency  programs  are  highly  dependent  on  grants  from  Title  VII. 

In  FY  93,  family  residency  training  and  family  departments  received  a  total  of  $38.2 
million.    Funding  for  family  medicine  residency  programs  was  $32.7  million,  a  decrease 
of  8.5%  from  FY  1992;  funding  for  family  medicine  departments  was  $5.5  million,  a 
decrease  of  19%.    With  the  leveling  of  federal  dollars  for  these  programs,  the  numbers 
of  family  practice  residency  programs,  residents  in  training,  and  departments  of  family 
medicine  have  ceased  to  grow. 

Unfortunately,  the  drop  in  funding  for  family  medicine  programs  coincides  with  the 
nation's  pressing  need  for  exactly  this  type  of  physician  -  physicians  who  can  take  care  of 
Americans'  medical  needs,  regardless  of  age  or  sex.    Approximately  93%  of  physicians 
who  complete  family  practice  residency  programs  work  in  direct  patient  care,  serve  in 
rural  and  urban  areas,  and  take  care  of  at  least  85-90  percent  of  their  patients'  problems. 
In  addition,  family  physicians  are  the  only  medical  specialty  that  locates  in  shortage  and 
rural  areas  in  proportion  to  the  general  population,  thus  helping  to  address  the  national 
problem  of  geographic  maldistribution.    Family  physicians  are  often  the  only  health 
professional  in  otherwise  underserved  areas  trained  to  perform  the  full  range  of  medical 
services  from  deliveries  to  surgery. 

We  urge  the  subcommittee  to  recommend  appropriations  of  $54  million  for  Section  747 
(the  1992  authorization  bill  collapsed  together  the  residency  and  department  programs), 
which  is  the  full  FY  1994  funding  level  contained  in  P.L.  102-408,  the  Health  Professions 
Education  Extension  Amendments  of  1992. 

Primary  Care  Research 

Background 

While  American  medicine  is  lauded  worldwide  for  its  excellence  in  biomedical  research, 
it  has  failed  to  translate  these  breakthroughs  to  practical  treatments  that  apply  to  the 
population  at  large.    With  major  health  care  reform  imminent,  it  is  imperative  that  U.S. 
research  facilities  complement  their  superb  understanding  of  high-tech  medicine  with  a 
concomitant  dedication  to  primary  care  issues. 

In  our  view,  the  Agency  for  Health  Care  Policy  and  Research  (AHCPR)  should 
spearhead  such  a  research  effort.    The  agency  has  the  statutory  authority  to  support 
clinical  practice  research  to  include  primary  care  and  practice-oriented  research.    In  fact, 
the  1992  Senate  Report  102-426  accompanying  P.L  102-410,  which  reathorizes  AHCPR. 
states  that  the  Agency  should  strengthen  its  commitment  to  family  practice  and  primary 
care  research.    It  asserts  that, 

"The  committee  believes  that  inadequate  attention  has  been  given  to  conditions 
that  affect  the(se)  vast  majority  of  Americans  --  that  is,  the  undifferentiated 
problems  individuals  present  to  their  generalist  physicians.    A  focus  on  family 
practice/primary  care  research  is  essential  if  we  are  to  redirect  the  U.S.  health 
care  system  that  is  currently  skewed  toward  high  technology  medicine  for 
catastrophic  diseases." 
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Although  over  95  percent  of  all  medical  conditions  have  been  evaluated  and  treated 
outside  of  hospitals  over  the  last  30  years,  physicians  are  educated  and  trained  using  a 
knowledge  hase  derived  from  hospitalized  patients,  or  patients  with  complex  conditions 
who  were  referred  to  specialists.    This  base  of  knowledge  has  frequently  little  or  no 
relevance  to  the  basic,  entry-level  concerns  that  afflict  most  people.    As  a  result. 
American  health  care  is  tilted  toward  institutions  and  systems  that  emplov  highly 
technological  methods  to  treat  catastrophic  and  end-stage  disease.   The  consequences  of 
this  tilt  are  serious;  the  U.S.  health  care  system  has  virtually  no  emphasis  on  cost-saving 
preventive  care,  scarce  medical  resources  are  delivered  inefficiently,  and  costs  continue 
to  spiral  upward. 

Primary  Care  Research 

A  primary  care  research  agenda  should  be  designed  to  provide  new  tools  to  generalist 
physicians  and  would  include  research  to  improve  diagnostic  accuracv  and  effectiveness 
of  medical  care. 

The  job  of  the  primary  care  physician  is  to  make  sense  out  of  varied  symptoms, 
determine  whether  or  not  they  constitute  a  short-term  problem  or  one  requiring  ongoing 
or  intensive  treatment,  and  then  initiate  effective  therapy.    Primary  care  research  would 
assist  physicians  in  streamlining  the  diagnostic  process  and  increasing  accuracy,  while  at 
the  same  time  reducing  their  use  of  expensive,  unnecessary  or  potentially  dangerous 
medical  tests  and  treatments. 

Primary  care  research  would  also  improve  the  effectiveness  of  medical  care.    After 
making  a  diagnosis,  the  physician,  in  collaboration  with  the  patient,  must  craft  a  useful 
treatment  plan.    Such  a  plan  must  reconcile  the  idiosyncracies  of  the  patient  and  his  or 
her  milieu  with  the  realities  of  the  disease.    Medical  research  provides  scant  information 
about  the  history  of  many  common  ailments,  and  is  largely  silent  on  how  to  tailor 
existing  remedies  to  individual  needs  as  they  exist  in  the  real  world. 

Finally,  generalists  and  subspecialists  must  learn  to  work  together  to  provide  a 
continuum  of  appropriate  medical  care.    Familiar  symptoms  such  as  chest  pain, 
headache,  fatigue  and  insomnia  bring  millions  of  Americans  to  their  physicians  each 
year,  symptoms  that  may  represent  serious  conditions  such  as  heart  attacks  or  leukemia. 
Naturally,  these  perilous  conditions  fall  within  the  realm  of  current  high-tech  research 
agendas.    Nevertheless,  it  is  imperative  that  generalists  and  subspecialists  work 
collaboratively  to  discern  the  causes,  evolution  and  management  of  human  suffering. 

The  Academy  requests  $20  million  for  primary  care  research  efforts  within  the  AHCPR. 


STATEMENT  OF  THE  AMERICAN  ACADEMY  OF  NEUROLOGY 

Mr.  Chairman  - 

We  appreciate  this  opportunity  to  present  our  views  on  the  NIH  budget  for  1994  and 
appreciate  your  constant  interest  in  the  NIH  and  disabling  conditions  such  as  stroke,  spinal 
cord  injury,  and  head  injury. 

The  American  Academy  of  Neurology  (AAN)  is  the  largest  national  organization  of 
neurologists  and  neuroscientists,  with  over  11,000  members  devoted  to  the  research,  care, 
and  treatment  of  people  with  neurological  disorders.  The  Academy  has  established  as  a 
primary  goal  for  1993,  increasing  funding  for  neuroscience  research  for  the  National  Institute 
of  Neurological  Disorders  and  Stroke  (NINDS)  within  the  National  Institutes  of  Health, 
consistent  with  the  level  of  need  and  the  extent  of  opportunities  available  in  neuroscience 
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research.  This  goal  is  consistent  with  the  fact  that  the  Congress  and  the  President  of  the 
United  States  have  declared  the  1990s  as  The  Decade  of  the  Brain  in  an  effort  to  increase 
our  national  focus  and  commitment  to  research  on  the  brain  and  related  neurological 
disorders. 

One  area  of  particular  interest  to  the  Academy  is  stroke,  this  country's  third  leading 
cause  of  death  and  the  major  cause  of  disability  among  adults.  Every  week  nearly  15,000 
Americans  develop  a  first  stroke  or  a  recurrent  stroke.  Although  research  has  shown  that 
stroke  has  declined  substantially  since  the  1950s,  it  is  now  on  the  rise  again,  and  we  are 
faced  with  an  increasingly  older  population  which  will  further  exaggerate  the  problem. 
Stroke  also  occurs  in  the  young,  even  in  newborns,  and  it  is  a  significant  problem  in  minority 
populations.  More  than  half  of  stroke  survivors  are  disabled  to  some  degree,  including  those 
whose  mental  ability  has  been  impaired  by  stroke.  The  costs  of  stroke  exceed  $25  billion 
each  year.  Opportunities  exist  in  stroke  research  in  three  general  areas:  (1)  prevention; 
(2)  acute  or  urgent  care;  and  (3)  restoration  of  function. 

The  key  to  prevention  of  stroke  is  increased  understanding  of  the  factors  that  lead 
to  stroke  and  the  cellular,  hematologic,  structural  and  metabolic  changes  that  are 
responsible  for  stroke  occurrence.  Expanded  research  efforts  to  identify  and  characterize 
the  risk  factors  for  stroke  will  provide  a  tremendous  opportunity  to  develop  strategies  for 
prevention  that  are  appropriate  to  the  level  of  the  risk  in  particular  populations  in  America. 
Some  risk  factors  such  as  smoking  and  high  blood  pressure  may  be  present  for  a  long  period 
of  time  before  stroke  occurs,  but  research  has  shown  that  control  of  high  blood  pressure  and 
cessation  of  smoking  will  decrease  the  likelihood  of  stroke.  Research  has  also  shown  that 
medications  which  affect  blood  clotting  mechanisms  can  prevent  stroke  in  certain  types  of 
patients.  Further  research  is  needed  to  narrow  down  the  selection  of  patients  to  decrease 
the  risk  and  increase  the  benefit  of  this  type  of  treatment.  Clinical  trials  have  shown  us  the 
benefit  of  certain  medical  and  surgical  treatments  in  preventing  stroke,  but  further  research 
needs  to  show  us  how  these  can  be  applied  to  populations  in  the  day-to-day  practice  of 
medicine. 

The  emergency  treatment  of  stroke  (acute  care)  is  also  an  area  in  which  increased 
research  is  warranted.  For  example,  clinical  studies  of  clot-dissolving  (thrombolytic)  therapy 
suggest  major  opportunities  to  intervene  in  the  management  of  stroke  due  to  blocked  blood 
vessels.  The  major  brain  damage  from  stroke  occurs  within  a  few  hours  of  onset,  but 
additional  damage  can  develop  as  long  as  48  hours  after  the  onset  of  stroke,  sometimes  with 
particular  impact  on  cognitive  functions  such  as  memory.  Further  research  is  needed  to 
understand  the  mechanisms  of  cell  injury  and  the  recovery  capability  of  nerve  cells.  As 
research  progresses  and  mechanisms  are  understood,  new  clinical  studies  will  be  necessary 
to  assess  methods  of  protection  of  nerve  cells  from  injury  and  to  promote  recovery  of 
normal  brain  function  following  stroke.  Further  research  is  also  needed  on  the  structure 
and  function  of  blood  vessels,  to  understand  the  mechanisms  and  management  for  blood 
vessel  spasm  that  can  occur  in  some  patients  in  the  few  days  following  a  stroke. 

Rehabilitation  or  restorative  treatment  is  designed  to  help  the  individual  overcome 
the  impairment  of  function  that  results  from  damage  to  the  brain  from  stroke. 
Rehabilitation  or  restorative  therapy  can  significantly  reduce  the  number  of  patients  who 
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are  dependent  after  a  stroke,  but  research  is  necessary  to  determine  how  this  can  be 
accomplished  in  the  most  cost-effective  manner.  Increased  research  efforts  are  also 
necessary  to  understand  growth  and  trophic  factors  that  are  necessary  for  function  of  the 
nervous  system  and  to  identify  methods  that  will  promote  nerve  cell  growth  and 
regeneration  to  enhance  recovery  from  stroke.  Finally,  additional  brain  imaging  research 
is  needed  to  improve  diagnosis,  evaluate  brain  function  following  stroke,  and  provide 
insights  to  new  methods  of  restoring  or  enhancing  brain  function. 

The  Promise  of  the  Future 

Current  neuroscience  research  is  aimed  at  many  of  humankind's  most  serious 
problems:  yet  the  long-term  achievements  expected  to  emerge  in  the  Decade  of  the  Brain 
are  even  more  promising: 

Basic  neurological  research  is  moving  with  astonishing  speed  to  understand  the 
cellular  details  and  the  inter-connecting  systems  that,  together,  enable  the  human  brain  to 
work  its  wondrous  ways.  From  that  process  will  come  ever-increasing  knowledge  about  the 
mechanisms  that  impair  the  brain's  functions,  how  the  brain  can  become  damaged,  and  what 
the  therapeutic  steps  can  prevent,  reduce,  or  repair  its  injuries  or  biological  decay. 

The  goals  identified  in  the  NTNDS  ImplementationPlan  and  Status  Reportreflect  and 
complement  the  objectives  of  the  National  Institutes  of  Health  (NIH)  Strategic  Plan,  a 
document  that  identifies  research  areas  of  crosscutting  interest  and  priority  for  the  NIH  and 
its  partners  in  the  public  and  private  sectors.  Given  the  particular  importance  of  the  brain, 
it  is  very  appropriate  that  the  NINDS  plan  for  the  Decade  of  the  Brain  is  being  considered 
as  an  integral  part  of  the  NIH  strategic  planning  effort.  Both  the  NIH-  and  the  NINDS- 
plans  are  built  on  the  accomplishments  and  promise  of  modern  biomedical  and  behavioral 
research.  Moreover,  both  draw  their  inspiration  from  the  promises  of  ht  nan  benefits  to  be 
achieved. 

We  urge  an  appropriation  for  NINDS  based  on  need  and  the  ad'  'e  of  the  NINDS 
Advisory  Council  of  an  additional  $299  million  over  FY  1993.  >  :  think  that  an 
appropriation  of  at  least  an  additional  $100  million  is  a  necessity  to  keep  some  momentum 
in  the  NINDS  research  effort  intended  to  achieve  the  promise  of  the  Decade  of  the  Brain. 


STATEMENT  OF  THE  AMERICAN  ACADEMY  OF  ORTHOPAEDIC 

SURGEONS 

Mr  Chairman  and  members  of  the  Committee- 
Thank  you  for  the  opportunity  to  present  the  Academy's  position  on  the  need  for  continued  and. 
if  possible,  expanded  funding  of  research  on  the  musculoskeletal  system. 

Mr.  Chairman,  musculoskeletal  diseases  and  disorders  are  among  the  most  frequently  occurring 
medical  conditions,  particularly  among  the  middle  aged  and  elderly  These  conditions  have  a  substantial 
impact  on  health  and  quality  of  life,  and  on  the  use  of  health  care  resources.  Approximately  29  million 
Americans  are  afflicted  with  musculoskeletal  disorders.  In  addition  to  the  toll  they  exact  in  human  suffering, 
the  economic  impact  of  these  disorders  exceeds   $126  billion  annually. 

Congress  wisely  recognized  the  severity  and  magnitude  of  these  diseases  when  it  created  a 
separate  National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin  Diseases  (NIAMS)     The  knowledge 
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gained  from  this  Institute-sponsored  research  has  helped  to  produce  new  therapies,  drugs  and  diagnostic 
methods  for  Improving  patient  care. 

A  few  of  the  major  musculoskeletal  disorders  requiring  immediate  attention  are: 

•  Osteoporosis,  a  disease  manifested  by  diminished  bone  mineral  mass  It  is  a  disease  that 
affects  women  four  times  more  often  than  men  Fractures  of  the  hip  are  a  major 
consequence  of  osteoporosis  More  than  280,000  persons,  most  65  years  or  older,  suffer 
a  broken  hip  every  year.  This  frequency  of  occurrence  makes  this  situation  a  public  health 
crisis.  Present  research  efforts  focus  on  Identifying  ways  for  women  to  build  up  as  much 
bone  as  possible  in  early  life,  and  exploring  methods  to  prevent  postmenopausal  and  age- 
related  bone  loss. 

Recent  advances  may  help  researchers  improve  the  control  of  bone  loss  associated  with 
osteoporosis.  For  example,  research  is  showing  that  lifetime  nutritional  and  exercise  habits 
play  a  key  role  In  building  bone  mass  and  thus  preventing  osteoporosis  We  now  have  new 
evidence  that  confirms  the  positive  effects  of  exercise  and  calcium  on  building  bone  in 
children  and  young  women.  One  study  reported  that  there  are  significant  increases  in  the 
bone  mass  of  young  women  beyond  adolescence  (ages  18  to  26)  as  a  result  of  the  level 
of  calcium  In  their  diet  and  physical  activity.  In  other  research,  the  cytokine  interieukin-4 
(IL-4)  has  been  found  to  play  a  role  in  the  resorption  of  bone.  Investigators  engaged  In 
immunologic  research  discovered  that  transgenic  mice  carrying  a  gene  engineered  to 
produce  the  cytokine  interleukin-4  (IL-4)  developed  severe  bone  loss  and  curvature  of  the 
spine  that  Increases  with  age.  Further  research  is  needed  to  determine  the  role  of  IL-4  in 
bone  turnover  and  the  utility  of  these  mice  as  a  model  for  bone  diseases. 

In  general,  research  that  studies  the  reduction  of  bone  loss  in  older  Individuals  is  extremely 
Important  if  we  are  to  curb  the  tremendous  morbidity  of  the  elderly  due  to  frailty  and 
fractures  in  limbs  that  are  weakened  by  osteoporosis 

Both  the  Academy  of  Orthopaedic  Surgeons  and  the  National  Institute  of  Arthritis  and 
Musculoskeletal  and  Skin  Diseases  have  Intensified  their  efforts  to  inform  and  educate  the 
public  and  health  care  professionals  about  preventive  strategies  addressing  osteoporosis 
and  other  bone  disorders. 

Our  most  recent  public  education  campaign  focuses  on  prevention  of  hip  fractures  in  the 
elderly  and  we  have  labeled  it  "Live  It  Safe".  This  nationwide  campaign  focuses  attention 
on  the  risk  factors  which  lead  to  a  hip  fracture  in  the  elderly  and  strategies  for  preventing 
the  ln|ury  that  costs  the  U.S.  economy  $9  8  billion  a  year. 

•  Low  back  pain  Is  another  area  requiring  research  attention.  In  the  United  States,  back  pain 
is  one  of  the  most  frequently  reported  musculoskeletal  problems  and  is  the  second  most 
frequently  reported  symptom  leading  persons  to  seek  care  from  a  physician  According  to 
the  Department  of  Labor,  25%  of  all  active  claims  being  administered  by  the  Office  of 
Workers  Compensation  Programs  are  for  injuries  of  the  back.  The  primary  site  of  back  pain 
is  the  lower  back. 

Recent  advances  in  this  area  include: 

•  defining  lower  limits  for  nerve  compression  and  edema; 

•  understanding  chronic  pain  and  the  central  nervous  system,  and 

•  determining    the    biochemical    composition    and    repair    mechanisms    of    the 
intervertebral  disc 

As  we  look  to  the  future,  research  on  low  back  pain  must  be  directed  toward: 

•  studying  the  normal  as  well  as  pathologic  spine  tissues; 

•  distinguishing  changes  in  the  spinal  tissues  due  to  degeneration  from  those  caused 
by  Injury  and  disease;  and 

•  clinical  trials  to  gain  clear  outcome  information 

•  Osteoarthritis,  the  most  common  form  of  arthritis  afflicts  over  16  million  Americans  This 
disease  primarily  affects  articular  cartilage,  the  tissue  that  covers  and  cushions  the  ends  of 
the  bone  and  allows  for  a  smooth  pain  free  motion  of  the  joints.  Fraying,  wearing  and 
ulceration  of  this  tissue  due  to  osteoarthritis  causes  pain  and  restricts  mobility.  Currently 
researchers  are  focusing  on  the  function  of  chondrocytes,  the  key  cell  In  making  and 
maintaining  cartilage  Another  group  of  researchers  are  focusing  on  osteoarthritis, 
particularly  In  the  knee,  as  a  failure  of  the  joint  as  an  entire  organ    Investigators  are  also 
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studying  the  response  of  the  joint  to  damage  Repair  or  remodeling  and  the  new  functional 
state  achieved  depends  upon  joint  loads,  the  nature  of  initial  damage,  healing  potential,  and 
the  strength  and  healing  of  the  remaining  tissues  A  model  of  knee  damage  has 
demonstrated  that  specific  patterns  of  cartilage  damage  may  explain  how  the  damage  is 
propagated. 

Mr.  Chairman,  future  areas  of  research  for  osteoarthritis  include 


studying  the  biochemical  composition  and  function  of  joint  cartilage; 
studying  the  regulation  of  enzymes  and  inhibitors  present  in  cartilage;  and 
molecular  biology  of  cartilage  metabolism. 


I  am  pleased  to  announce  that  the  Academy  will  cosponsor  a  workshop  on  osteoarthritis 
in  the  spring  of  1994  in  conjunction  with  the  National  institute  of  Arthritis  and 
Musculoskeletal  and  Skin  Diseases 

•  Total  Joint  Replacement.     Total  joint  replacement  is  a  major  treatment  for  arthritic 

conditions  and  restores  mobility  and  relieves  pain  for  hundreds  of  thousands  of  patients  per 
year  in  the  United  States  Osteoarthritis  is  one  of  the  disorders  which  requires  total  joint 
replacements  Recent  advances  in  this  area  includes  improved  understanding  of  the 
biology  of  bone/joint  interface,  improved  bone  cement,  clinical  outcomes  for  cemented 
versus  cementless  devices  and  clinical  recognition  of  particle  debris  as  a  major  factor  in  the 
loosening  of  joint  replacement  Although  we  are  gaining  new  knowledge  about  this  mode 
of  treatment,  we  need  additional  research  to  understand  the  biomechanics  and  biology  of 
joint  replacement  materials  and  the  response  of  the  tissues  to  these  materials 

Mr.  Chairman,  in  the  1987  and  1988  appropriations,  the  Congress  was  very  generous  in  providing 
funds  for  nine  Specialized  Centers  of  Research  at  the  National  Institute  of  Arthritis  and  Musculoskeletal  and 
Skin  Diseases.  These  Centers  provide  a  highly  effective  means  of  concentrating  basic  and  clinical  research 
efforts  on  high  priority  diseases  such  as  osteoarthritis  and  osteoporosis  These  Centers  have  been 
productive  and  It  is  important  that  adequate  funding  be  provided  to  maintain  and  possibly  expand  the 
number  of  Centers 

Mr.  Chairman,  in  order  to  have  a  balanced  research  program  on  musculoskeletal  diseases,  the 
National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin  Diseases  must  have  a  strong  orthopaedic 
intramural  research  program.  This  program  would  focus  on  the  fundamental  problems  that  cause  diseases 
and  disorders  of  the  musculoskeletal  system.  Establishing  such  a  program  is  an  essential  part  of  the  efforts 
to  accelerate  scientific  progress  in  this  critically  important  area,  and  thereby  advance  the  prevention  and 
treatment  of  musculoskeletal  diseases  and  disorders  We  respectfully  request  that  sufficient  funds  and 
personnel  slots  be  made  available  to  carry  out  this  important  endeavor. 

Mr.  Chairman,  the  Academy  appreciates  this  Committee's  efforts  to  maintain  the  momentum  in 
science  and  its  attempts  to  bring  hope  to  those  individuals  afflicted  with  diseases.  And  we  are  fully  aware 
of  the  difficult  budgetary  pressures  facing  you  However,  an  adequate  investment  of  government  funds  in 
this  Nation's  biomedical  enterprise  will  continue  to  contribute  to  future  clinical  advances  and  the  alleviation 
of  human  suffering  We,  therefore,  urge  the  Committee  to  provide  $272  million  lor  the  National  Institute  of 
Arthritis  and  Musculoskeletal  and  Skin  Diseases  This  is  the  funding  level  recommended  by  the  Coalition 
of  Voluntary  and  Professional  Associations  Concerned  with  the  Programs  of  the  National  Institute  of  Arthritis 
and  Musculoskeletal  and  Skin  Diseases. 

Members  of  the  Committee,  the  National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin  Diseases 
has  been  highly  productive  In  Its  research  efforts  However,  it  appears  to  be  hamstrung  by  Inadequate 
staffing  Currently,  it  manages  2.22%  of  the  total  funds  available  to  NIH,  but  it  only  has  1 .3%  of  the  total  NIH 
staffing    We  urge  you  to  rectify  this  situation. 

Moreover,  Mr  Chairman,  we  support  the  recommendation  of  the  Ad  Hoc  Group  for  Medical 
Research  Funding  that  $1 1  7  billion  is  required  for  all  of  the  programs  at  the  NIH 

On  behalf  of  the  15,000  members  of  the  American  Academy  of  Orthopaedic  Surgeons,  we  thank 
you  for  your  past  support. 
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STATEMENT  OF  DR.  ROBERT  J.  RUBEN,  ON  BEHALF  OF 
THE  AMERICAN  ACADEMY  OF  OTOLARYNGOLOGY-HEAD 
AND  NECK  SURGERY,  INC. 

Mr.  Chairman,  members  of  the  committee,  ladies  and  gentlemen,  I  am  Dr. 
Robert  J.  Ruben,  Chairman,  Department  of  Otolaryngology  and  Profess  or 
Pediatrics  at  the  Albert  Einstein  College  of  Medicine  of  the  Yeshiva 
University  and  the  Montefiore  Medical  Center.   I  am  a  representative  of  the 
American  Academy  of  Otolaryngology-Head  and  Neck  Surgery,  Incorporated  (AAO- 
HNS ,  Inc.)  the  largest  organization  of  otolaryngologists  and  head  and  neck 
surgeons.   There  are  more  than  9,000  members,  including  97Z  of  all  board- 
certified  otolaryngologists. 

During  the  last  year  the  National  Institute  on  Deafness  and  Other 
Communication  Disorders  (NIDCD),  in  terms  of  programs,  advances,  and 
scientific  contributions,  has  continued  to  accelerate  even  though  there  has 
been  no  increase  in  the  success  rate  of  its  grants  due  to  the  limitations  of 
funding.   Last  year  the  success  rate  was  24Z  and  it  is  the  same  for  1993 
which  is  82    less  than  the  overall  NIH  success  rate  of  26Z  .   However, 
proposed  budget  levels,  by  the  Administration,  for  the  Institute,  would 
cause  many  serious  problems. 

The  proposed  decrease  of  1.11  at  the  NIDCD  for  FY  94  translates  into  5.22 
when  this  year's  inflation  rate  for  biomedical  research  is  factored  in. 
Some  effects  would  be: 

1.  This  proposed  budget  for  the  NIDCD  would  necessitate  cutting  the 
research  grants  to  106,  in  FY  93  it  was  118  and  in  FY  92  it  was 
141.   At  least  125  grants  should  be  funded  at  a  total  added  cost 
of  about  $4.5  million. 

2.  More  training  programs  are  desperately  needed;  $500,000  to 
$1,000,000  is  needed  to  add  some. 

3.  Clinical  trials  for  the  research  and  development  of  hearing  aids 
which  could  begin  in  FY  94  would  be  put  off  until  the  FY  95 
budget.   These  clinical  trials  would  cost  about  $750,000. 

4.  The  intramural  program  budget  at  the  NIDCD  would  decrease  by  about 
$150,000.   An  increase  of  $1,000,000  to  $2,000,000  is  needed. 

Overall,  the  president's  proposed  budget  for  FY  94  would  allocate 
$153,088,000  to  the  NIDCD.   A  more  reasonable  allocation  would  be  $160 
million . 

The  NIDCD,  through  excellent  management,  has  made  substantial  advances.   It 
has  undertaken  joint  projects  with  NASA  -  vestibular  studies;  the  Department 
of  Veterans  Affairs  -  hearing  aid  development  for  the  elderly;  the  National 
Institute  of  Child  Health  and  Human  Development  -  defining  a  gene  which 
affects  the  migration  of  neural  cells  and  results  in  lack  of  smell;  and  the 
National  Center  for  Health  Statistics  -  accurate  determinations  of  the 
epidemiology  of  deafness  and  other  communication  disorders;  to  name  a  few. 

The  NIDCD  has  initiated  or  funded  programs  which  are  the  essential  parts  of 
the  best  of  medicine,  preventative  health.   Two  program  areas  of  the  NIDCD 
are  illustrative  of  these  preventative  measures. 

The  first  are  some  of  the  programs  in  the  area  of  taste.   A  new  protein. 
Gustducin.  has  been  cloned  from  taste  receptor  cells  and  this  protein  may  be 
responsible  for  allowing  these  cells  to  know  if  a  substance  is  bitter. 
Other  research  in  the  area  of  taste  has  shown  that  dietary  manipulation  of 
the  newborn  rat  determines  the  dietary  preference  later  in  life  for  salt. 
The  combination  of  the  molecular  biology  and  the  behavioral  studies  have  and 
are  giving  information  which  can  be  used  to  shape  the  dietary  preferences  of 
the  adult.   It  should  be  possible  to  use  this  basic  information  to  allow  for 
the  development  of  optimal  dietary  habits  and  prevention  of  many  of  the 
diseases  which  are  caused  by  diet. 
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We  now  live  in  the  communication  age.   For  now  and  for  the  21st  century  this 
nation's  social  and  economic  well  being  and  competitiveness  is  based  upon 
the  communication  abilities  of  its  citizens.   The  NIDCD  has  the  unique 
mission  of  all  of  NIH  in  its  fundamental  responsibility  for  all  of  the 
communication  disorders  which  included  hearing,  voice,  speech  and  language. 
There  have  been  many  advances  which  are  having  clinical  impact.   These 
include  the  development  of  treatments  for  a  voice  disorder  called  spastic 
dysphonia,  investigation  of  speech  disorders  especially  fluency  disorders 
also  called  stuttering,  the  development  of  effects  on  language  of  modest 
hearing  loss  in  different  populations,  identification  of  a  number  of  genes 
recessive,  dominant  and  x-linked,  which  result  in  hearing  loss  and  in  a 
number  of  instances  of  other  severe  diseases. 

There  are  two  areas  in  which  the  NIDCD  has  provided  funds  for  research  which 
are  producing  new  information  which  has  a  tremendous  potential  to  be 
useful  to  prevent  or  cure  communication  disorders.   The  first  of  these  are 
the  clinical  trials  to  determine  the  effectiveness  and  efficacy  of  different 
technologies  for  screening  the  hearing  of  newborn  children.   Critical 
information  has  already  been  obtained  and  more  questions  will  be  asked  about 
how  these  technologies  can  be  used  effectively.   The  next  stage  will  be  the 
need  for  other  clinical  trials  to  develop  the  delivery  systems  for 
screening,  diagnosing  and  implementing  of  effective  treatments  for  hearing 
and  other  communication  disorders  in  infants  and  young  children.   These  will 
be  costly  trials  for  they  will  involve  complex,  and  heretofore  unsolved 
problems  in  health  care  delivery.   The  NIDCD  will  need  additional  funding 
for  this. 

The  second  area  is  the  achievement  of  the  regeneration  of  the  sensory  cells, 
the  hair  cells  of  the  cochlear,  with  which  we  hear,  in  the  mammal.   The 
story  begins  almost  30  years  ago  in  intramural  NIH.   At  that  time,  a  basic 
study  was  undertaken  to  determine  when  the  cells  of  the  inner  ear  in  a 
mammal,  the  mouse,  were  formed.   Older  observations  were  confirmed,  by 
contemporary  techniques  utilizing  DNA  and  tritiated  thymidine,  that  the  hair 
cells  of  the  cochlea  underwent  their  terminal  mitosis  during  fetal  life  and 
that  no  new  ones  were  made.   The  hair  cells  in  the  vestibular  system  showed 
some  terminal  mitosis  later  in  development  and  post  partum. 

The  next  part  of  the  study  is  work  which  was  done  at  the  University  of 
Hawaii  which  showed  that  sharks,  rays  and  other  cartilaginous  fish  kept  on 
making  new  hair  cells  as  long  as  they  lived.   The  older  the  shark,  the 
greater  the  number  of  hair  cells.   Other  work  showed  that  hair  cells  could 
be  regenerated  in  the  salamander.   Then,  a  few  years  ago,  it  was  noted  that 
the  cells  which  were  destroyed  in  young  chicks  by  loud  sounds  would 
regenerate.   The  canon  that  the  hair  cell,  as  an  end  state  cell,  which  could 
not  regenerate  was  now  seriously  questioned.   Through  the  funding  of  the 
NIDCD  a  number  of  studies  were  undertaken.   A  little  over  a  year  ago  there 
was  a  report  that  adding  retinoic  acid  to  the  in  vitro  culture  of  a  mouse 
fetus  produced  additional  hair  cells.   That  experiment  stimulated  another 
set  of  studies,  which  were  published  in  Science.  Volume  260.  30  April  1993. 
pp.  692-695,  and  just  three  weeks  ago  it  was  reported  in  the  young  rat  in 
organ  culture,  that  the  hair  cells  which  had  been  destroyed  by  an  ototoxic 
antibiotic  could  regenerate  when  the  culture  was  given  retinoic  acid  and  in 
fetal  calf  serum.   Now,  scientists  are  working  to  refine  the  systems  so  that 
the  hair  cells  may  be  regenerated  in  the  living  mammal.   It  is  highly 
probable  that  these  basic  studies,  begun  30  years  ago  at  NIH  in  mice,  done 
later  in  sharks,  salamanders  and  chicks,  will  be  the  basis  for  the  cure  of 
many  of  the  forms  of  deafness  which  affect  all  of  our  citizens,  young  and 
old. 

The  NIDCD  will  require  substantial  increase  in  its  funding  to  allow  the 
investigators  to  proceed  in  a  timely  manner  so  that  these  discoveries  of 
basic  science  may  become  the  clinical  tools  of  cure. 

The  AAO-HNS  urges  the  committee  to  increase  the  funding  of  the  NIDCD  in  two 
areas.   The  first  is  in  the  area  of  training.   The  area  of  communication 
disorders  is  still  new.   The  advances  which  have  been  made  must  be 
capitalized  upon  and  to  do  this  there  needs  to  be  an  increase  in  the  number 
of  men  and  women  who  are  trained  to  carry  out  this  work. 
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The  AAO-HNS.  aware  of  the  societal  needs  in  the  area  of  communication 
disorders,  of  the  significant  advances,  and  the  need  to  capitalize  in  a 
timely  fashion  upon  these  advances,  recommends  with  the  greatest  enthusiasm 
and  sense  of  urgency  that  the  NIDCD  be  given  at  least  $160,000,000  for 
fiscal  year  1994.   This  is  below  the  professional  judgment  budget  and  the 
recommendation  of  the  National  Advisory  Board  of  the  NIDCD  but,  given  budget 
stringencies  this  year,  is  an  appropriate  target  figure  for  FY  9ft.   This 
institute,  although  small,  has  one  of  the  most  critical  roles  to  play  in 
preparing  this  nation  to  meet  the  needs  of  the  communication  age  which  is 
upon  us  now  and  to  determine  our  place  in  the  family  of  nations  in  the  21st 
century . 

Thank  you. 
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[From  Science,  Vol.  260,  Apr.  30,  1993] 

Retinoic  Acid  Stimulates  Regeneration  of 
Mammalian  Auditory  Hair  Cells 

Philippe  P.  Lefebvre,  Brigitte  Malgrange,  Hinrich  Staecker, 
Gustave  Moonen,  Thomas  R.  Van  De  Water* 

Sensorineural  hearing  loss  resulting  from  the  loss  of  auditory  hair  cells  is  thought  to  be 
irreversible  in  mammals.  This  study  provides  evidence  that  retinoic  acid  can  stimulate  the 
regeneration  in  vitro  of  mammalian  auditory  hair  cells  in  ototoxic-poisoned  organ  of  Corti 
explants  in  the  rat.  In  contrast,  treatment  with  retinoic  acid  does  not  stimulate  the  formation 
of  extra  hair  cells  in  control  cultures  of  Corti's  organ.  Retinoic  acid-stimulated  hair  cell 
regeneration  can  be  blocked  by  cytosine  arabinoside,  which  suggests  that  a  period  of 
mitosis  is  required  for  the  regeneration  of  auditory  hair  cells  in  this  system.  These  results 
provide  hope  for  a  recovery  of  hearing  function  in  mammals  after  auditory  hair  cell  damage. 


L  he  inner  ears  of  fishes  and  amphibians 
produce  hair  cells  continuously  throughout 
life  and  thus  can  self-repair  these  sensory 
structures  after  injury  (I).  In  contrast,  the 
auditory  receptors  of  avians  stop  producing 
hair  cells  during  embryonic  development; 
therefore,  it  was  thought  that  loss  of  these 
cells  later  in  life  would  result  in  an  irrevers- 
ible hearing  deficit  (2).  The  regeneration  of 
sensory  hair  cells  has  recently  been  de- 
scribed in  birds  after  a  lesion  caused  by 
either  acoustic  overstimulation  or  ototoxic 
poisoning  (3).  Electrophysiological  studies 
of  chicles  that  have  recovered  from  acoustic 
overstimulation  indicate  that  the  basilar 
papilla,  which  contains  a  mixture  of  regen- 
erated and  original  auditory  hair  cells,  re- 
covers full  auditory  function  (4) .  However, 
it  remains  to  be  demonstrated  that  the 
regenerated  hair  cells  actually  participate  in 
the  observed  recovery  of  function. 

Deafness  resulting  from  a  loss  of  hair 
cells  in  mammals  has  also  been  assumed  to 
be  permanent  because  the  production  of 
sensory  cells  is  normally  completed  at  the 
end  of  the  first  half  of  the  gestation  period 
(5).  However,  the  repair  of  stereocilia  bun- 
dles and  cuticular  plates  after  mechanical 
injury  to  Corti's  organ  has  been  described  in 
cochlear  duct  explants  from  newborn  mice; 
this  result  suggests  that  replacement  of  hair 


cells  may  be  possible  in  the  mammalian 
cochlea  (6).  This  finding  implies  that  some 
regenerative  capabilities  must  exist  in  the 
mammalian  inner  ear.  Such  a  response  may 
be  triggered  by  a  stimulus  in  addition  to  the 
initial  lesion,  as  demonstrated  in  cultures  of 
auditory  neurons  in  which  a  limited  ability 
to  regenerate  severed  or  damaged  neuronal 
processes  (7)  could  be  stimulated  by  treat- 
ment with  neurotrophic  growth  factors  (8) . 
We  have  tested  the  potential  of  retinoic 
acid  (RA)  to  stimulate  the  regeneration  of 
mammalian  auditory  hair  cells  in  organo- 
typic cultures  (9)  of  Corti's  organ  excised 
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from  3-day-old  rat  pups  (10)  after  exposure 
to  an  ototoxic  dose  of  the  aminoglycoside 
antibiotic  neomycin.  A  dose-response 
curve  (J  /)  determined  that  10~3  M  was  an 
effective  dose  of  neomycin  for  the  destruc- 
tion of  99%  of  the  auditory  hair  cells  in 
these  organotypic  cultures  (Fig.  1A).  After 
treatment  with  a  dose  of  10"~3  M  neomycin, 
the  explants  were  compared  with  control 
(untreated)  cultures  and  to  neomycin-treat- 
ed  explants  that  were  also  treated  after 
exposure  with  10~8  M  RA  for  4  or  7  days 
(12,  13)  (Fig.  IB;  Table  1).  The  neomycin- 
treated  cultures  did  not  stain  for  the  pres- 
ence of  hair  cell  stereocilia  bundles  either 
after  2  days  of  exposure  to  neomycin  (post- 
exposure day  0)  or  after  the  removal  of 
neomycin  from  these  cultures  and  an  addi- 
tional 4  or  7  days  of  culture  in  normal 
growth  medium.  The  lack  of  hair  cells  in 
the  ototoxin-exposed  cultures  contrasts 
with  the  results  observed  in  stereocilia  bun- 
dles in  the  control  (untreated)  cultures 
(Figs.  IB  and  2 A  and  Table  1). 

When  ototoxin-exposed  cultures  were 
treated  after  neomycin  exposure  with  10~8 
M  RA  for  a  period  of  either  4  or  7  days, 
they  contained  increasing  numbers  of  new 
hair  cells,  as  we  determined  by  counting 
cells  with  fluorescein  isothiocyanate 
(FITC)-phalloidin-stained  stereocilia  bun- 
dles. After  4  and  7  days  of  treatment  with 
RA,  a  16%  and  a  78%  replacement,  respec- 
tively, of  the  original  auditory  hair  cell 
population  was  observed  (Figs.  IB  and  2B; 
Table  1).  In  contrast  to  the  observation 
that  10~8  M  RA  can  evoke  the  formation  of 
supernumerary  hair  cells  in  vitro  (12),  we 
observed  that  treatment  with  the  same  con- 
centration of  RA  in  3-day-old  rat  organ  of 
Corti  cultures  for  1 1  days  did  not  initiate 
new  hair  cell  formation  as  determined  by 
FITC-phalloidin  staining  (Table  1).  A  pho- 
tomicrograph of  a  control  culture  of  Corti's 
organ  labeled  with  FITC-phalloidin  at  1 1 
days  shows  that  hair  cell  integrity  was  main- 
tained in  these  untreated  explants  (Fig. 
2A).  Ototoxin-  and  RA-rreated  explants 
showed,  after  4  days  of  RA  exposure,  a 
band  of  epithelial  cells  stained  densely  with 
FITC-phalloidin.  Approximately  13%  of 
the  labeled  cells  possessed  the  beginning  of 
a  stereocilia  bundle  (Table  1).  At  7  days 
after  exposure  to  RA,  the  presence  of  hair 
bundles  on  the  apical  surfaces  of  the  cells 


labeled  with   FITC-phalloidin  was   nearly 
100%  (Fig.  2B  and  Table  1). 

To  confirm  that  these  labeled  cells  were 
immature  regenerating  hair  cells,  we  under- 
took an  ultrastructural  study  (14).  Electron 
micrographs  of  a  control  Corti's  organ  after 
1 1  days  in  vino  showed  inner  and  outer  hair 
cells  with  stereocilia  as  well  as  curicular 
plates  (Fig.  3A).  Normal-appearing  syn- 
apses of  afferent  auditory  neurites  were  also 
observed  at  the  base  of  these  sensory  hair 
cells  (15).  When  organ  of  Corti  explants 
that  had  been  treated  with  10-3  M  neomy- 
cin for  48  hours  were  examined,  severely 
damaged  auditory  hair  cells  were  present. 
These  dying  cells  were  vacuolized,  and 
many  were  in  the  process  of  being  extruded 
from  the  apical  surface  of  the  sensory  area  of 
Corti's  organ  (Fig.  3B).  In  the  cultures 
treated  with  neomycin  and  then  10-8  M 
RA,  regenerating  hair  cells  were  identified 
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Neomycin  concentration  (M) 


0        12         3         4         5         6         7 
Days  In  vitro  after  neomycin  exposure 

Fig.  1.  The  number  of  hair  cells  per  millimeter  in 
the  cochlear  duct  in  3-day-old  rat  organ  of  Corti 
explants  (A)  A  dose-response  curve  of  the 
ototoxic  effect  of  neomycin  on  auditory  hair  cell 
survival:  C.  control.  (B)  A  comparison  of  hair 
cell  counts  in  controls  (■).  in  neomycm-lreated 
(10~3  M)  explants  (O).  and  in  peomycin-treated 
(1CT1  M)  explants  subsequently  treated  with 
RA  (10-*  M)  (•)  (n  -  12.  bars  =  iSEM) 
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Table  1.  Auditory  hair  cell  counts  from  3-day-old  rat  organ  of  Corti  explants,  U,  untreated  cultures; 
RA,  10"8  M  retinoic  acid,  continuous  or  postexposure-treated  cultures;  and  RA  +  Ara  C.  10~5  M  Ara 
C  +10"9  M  RA,  postexposure-treated  cultures  Hair  cells  per  millimeter  of  cochlear  duct  were 
determined  by  counts  of  cells  with  FITC-phalloidm-stamed  stereocilia  bundles  Each  count 
represents  the  mean  value  of  12  specimens  from  four  separate  experiments.  Standard  errors  of  the 
means  (SEM)  are  expressed  as  ±  values;  ND,  hair  cell  counts  were  not  performed. 


Time 
in  vitro 
(days) 

Time  after 

exposure 

(days) 

Control 

Neomycin  (10" 

3  M) 

U 

RA 

U 

RA 

RA  +  Ara  C 

4 

8 

11 

0 
4 
7 

454  ±  13 

ND                      ND 
440  ±  28            442  i 

20 

4;2 
0 
0 

71  ±  26 

344  ±  32 

0 
0 

by  their  long  cell-surface  microvilli  (be- 
tween 4  and  6  u.m)  that  contained  an 
arrangement  of  actin-like  filaments  that 
extended  short  rootlets  into  the  apical  sur- 
faces of  these  immature  hair  cells  (Fig.  3,  C 
and  D).  We  often  observed  that  the  imma- 
ture regenerating  hair  cells  contained  a 
single  rudimentary  kinocilium  (Fig.  3C) 
resembling  a  normally  developing  auditory 
hair  cell  (16). 

The  stimulatory  effect  of  RA  on  hair  cell 
regeneration  in  the  neomycin-treated  ex- 
plants  could  be  completely  blocked  if  a 
mitosis-blocking  dose  of  10~5  M  cytosine 
arabinoside  (Ara  C)  was  added  at  the  same 
time  as  the  10-8  M  RA.  After  exposure  to 
RA  plus  Ara  C  for  4  or  7  days,  no  new  hair 
cells  were  detected  by  FITC-phalloidin 
staining  for  stereocilia  bundles  (Table  1). 
To  control  for  a  possible  toxic  effect  of  10"! 
M  Ara  C  on  these  organotypic  cultures,  we 
exposed  unlesioned  organ  of  Corti  explants 
for  the  same  period  of  time  to  this  antimi- 
totic drug.  No  significant  changes  in  hair 
cells  were  observed  in  the  explants  stained 
with  FITC-phalloidin. 

Retinoic  acid  is  a  potent  morphogen  for 
patterning  of  the  cephalic  area  (17).  In 
combination  with  fetal  calf  serum,  RA  can 
induce  precocious  differentiation  of  inner 
ear  sensory  epithelium  in  cultures  of  early 
chick  embryo  otocysts  (12).  In  mammals, 
the  gene  that  encodes  the  cellular  RA 
binding  protein  is  uniquely  expressed  in 
that  portion  of  developing  inner  ear  that 
will  form  Corti's  organ  {18).  Moreover,  RA 
can  affect  the  pattern  of  hair  cell  differen- 
tiation if  applied  before  the  onset  of  overt 
cytodifferentiation  in  cultures  of  embryonic 
mouse  cochlear  duct  by  initiating  the  for- 
mation of  supernumerary  hair  cells   (12). 


Fig.  2.  Photomicrographs  of  FITC-phalloidin- 
stained  3-day-old  rat  organ  of  Corti  explants, 
after  1 1  days  in  vitro.  (A)  An  untreated  culture 
with  auditory  hair  cells  (11  days  in  normal 
medium);  explants  grown  in  10-8  M  RA  had  the 
same  pattern  of  FITC-phalloidin  staining.  (B)  An 
ototoxin-damaged.  RA-treated  culture  with  re- 
generated auditory  hair  cells  (2  days  in  normal 
medium,  2  days  +  10" 3  M  neomycin,  7  days  + 
10"8  M  RA,  in  ototoxm-treated  cultures  there 
were  no  FITC-phalloicin-stamed  stereocilia 
bundles   Bar  =  25  (ir 
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Conversely,  our  cultures  of  postnatal  rat 
organ  of  Corti  that  already  contain  differ- 
entiated but  not  yet  fully  functional  audi- 
tory hair  cells  did  not  develop  supernumer- 
ary hair  cells  in  response  to  the  addition  of 
exogenous  RA.  However,  the  addition  of 
exogenous  RA  to  these  cultures  did  stimu- 
late hair  cell  regeneration  in  Corti's  organ 
after  an  initial  period  of  ototoxic  poisoning 
that  destroyed  99%  of  the  original  hair  cell 
population.  This  stimulatory  action  of  RA 
on  hair  cell  regeneration  in  vitro  was 
blocked  by  an  antimitotic  drug  (Ara  C), 
suggesting  that  mitosis  is  required  for  regen- 
eration of  mammalian  auditory  hair  cells. 
This  result  agrees  with  similar  findings  of 
mitotic  activity  during  the  repair  and  hair 
cell  regeneration  period  in  avian  labyrinths 
(3)  and  in  the  lateral  line  system  of  amphib- 
ians (19). 


Fig.  3.  Electron  micro- 
graphs of  the  auditory 
hair  cell  area  of  Corti's 
organ  from  3-day-old  rat 
organ  of  Corti  explants 
(A)  A  control  culture  after 
1 1  days  in  vitro  (1 1  days 
in  normal  medium)  Both 
inner  (IHC)  and  (OHC) 
outer  hair  cells  are  pre- 
sent, separated  by  a  pair 
of  pillar  cells  (B)  An  oto- 
toxin-damaged  culture, 
after  4  days  in  vitro  (2 
days  in  normal  medium. 
2  days  +  1 0  ~  3  M  neomy- 
cin),  numerous  myelin 
figures  are  present  in  the 
damaged  cells  of  Corti's 
organ,  with  a  dying  cell 
(open  arrow)  being  ex- 
truded from  the  apical 
surface  of  this  sensory 
area.  (C  and  D)  Areas  of 
regenerated  auditory  hair 
cells  in  ototoxin-dam- 
aged,  RA-treated  cul- 
tures, after  1 1  days  in  vi- 
tro (2  days  in  normal  me- 
dium, 2  days  +  10~3  M 
neomycin,  and  7  days  + 
10~8  M  RA);  numerous  im- 
mature stereocilia  (small 
solid  arrows)  are  present 
on  the  apical  surfaces  of 


Two  hypotheses  can  be  formulated  in 
relation  to  hair  cell  regeneration  in  mam- 
mals, (i)  Healthy  auditory  hair  cells  can 
suppress  proliferation  in  the  other  cells  that 
compose  Corti's  organ  through  the  release 
of  a  diffusible  molecule  or  molecules.  De- 
struction of  hair  cells  by  an  ototoxin  or 
other  trauma  may  remove  the  inhibition  to 
cell  proliferation  and  thus  allow  the  sup- 
pressed cell  population  to  enter  the  mitotic 
cycle  and  become  capable  of  responding  to 
a  RA  stimulus  to  differentiate  into  auditorv 
hair  cells,  (ii)  Injured  hair  cells  can  release 
a  diffusible  factor  or  factors  that  initiate  cell 
division  in  a  quiescent  population  of  cells  oi 
Corti's  organ,  which  can  then  be  stimulated 
by  RA  to  differentiate  into  immature  audi- 
tory hair  cells.  The  identification  of  the 
actual  mechanism  and  the  factor  or  factors 
responsible  for  the  stimulation  of  cell  pro- 


the  regenerated  hair  cells  (RHC),  with  rootlets  (open  arrow)  extending  into  the  apical  cytoplasm  of 
these  sensory  cells.  A  single  rudimentary  kinocilium  (heavy  solid  arrow)  is  present  at  the  apical 
surface  of  a  regenerating  hair  cell  and  was  a  frequent  finding  in  these  immature  hair  cells.  Bar  =  7.9 
urn  (A  and  B);  0.7  >j.m  (C);  2  ^m  (D). 
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liberation  in  the  damaged  organ  of  Corti  is  a 
key  issue  in  the  restoration  of  hearing  after 
a  lesion  to  the  auditory  receptor.  Conse- 
quently, administration  of  a  mitosis-stimu- 
lating factor  together  with  a  differentiation 
factor  like  RA  might  be  used  as  a  therapeu- 
tic technique  for  repopulating  damaged  in- 
ner ears  in  mammals.    . 
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10%  heat-inactivated  fetal  calf  serum  (FCS)  and 
then  exposed  for  an  additional  48  hours  to  neomy- 
cin at  a  concentration  range  Irom  10~7  to  10~3  M 
In  the  culture  medium  These  explants  were  fixed 
In  freshly  prepared  4%  paraformaldehyde  in  phos- 
phate-buffered saline  (PBS)  (pH  7.2)  lor  30  min  at 
20°C  and  permeabllized  with  a  0.05%  solution  of 
Tween  20  In  PBS  at  20'C  for  30  mln.  Explants  were 
stained  with  an  FITC-labeled  phalloidin  solution  (3 
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examined  with  a  Zeiss  Axiophot  epifluorescent 
microscope  with  a  blue  excitation  filter  set  (450  to 
490  nm)  Hair  cell  integrity  was  evaluated  on  the 
basis  of  FITC-phalloidin  staining  of  the  stereocilia 
bundles  We  determined  the  number  of  hair  cells 
per  millimeter  by  averaging  the  counts  derived 
from  whole  organ  of  Corti  explants.  Hair  cell  counts 
were  performed  on  250- p.m  segments  of  Corti's 
organs  that  were  randomly  selected  from  base  to 
apex  locations  on  the  cochlear  explants  (three 
counts  per  Corti's  organ  were  performed)  Each 
data  point  represents  the  average  of  12  specimens 
from  four  separate  series  of  cultures. 
We  used  a  RA  concentration  of  10~8  M  because 
this  concentration  both  accelerates  differentiation 
of  inner  ear  sensory  epithelium  and  stimulates  the 
formation  of  supernumerary  auditory  hair  cells  in 
vilro  [J.  Represa,  A  Sanchez.  C.  Miner,  J  Lewis. 
F.  Giraldez.  Development  110,  1081  (1990);  M  W. 
Kelley  and  J.  T.  Corwin.  Assoc.  Res.  Otolaryngol. 
Abstr  15.  145  (1992)). 

Control  (untreated)  explants  of  organ  of  Corti  from 
3-day-old  rat  were  cultured  for  the  entire  period  of 
either  4,  8.  or  1 1  days  in  vilro  with  DMEM  +  N,  + 
high  glucose  +  10%  heat-inactivated  FCS  with 
nutrient  medium  exchanged  every  24  hours.  The 
FtA  (10"B  M)  controls  were  treated  in  the  same 
way  as  untreated  controls.  The  cultures  exposed 
to  ototoxin  (10~3  M  neomycin)  were  set  up  as 
described  (if);  they  then  received  either  nutrient 
medium  or  nutrient  medium  supplemented  with 
either  10"e  M  RA  or  10~8  M  RA  and  10"5  M  Ara 
C.  All  culture  medium  was  exchanged  daily.  Fix- 
ation and  FITC-phalloidin  staining  and  hair  cell 
counts  were  as  described  {11). 
The  organotypic  cultures  were  fixed  overnight  at 
4°C  In  Ireshry  prepared  solution  of  4%  paraformal- 
dehyde and  4%  glutaraldehyde  in  PBS  (pH  7.2) 
and  then  exposed  to  1%  Os04  in  PBS  lor  1  hour  at 
4°C.  dehydrated  in  an  ethanol  series  and  then  in  a 
propylene  oxide  series,  and  inliltrated  and  imbed- 
ded in  Imbed  812  Thick  sections  (1  |im)  were 
sampled  to  identify  areas  of  interest  Thin  sections 
(silver  gray)  were  cut  and  mounted  on  200-mesh 
grids,  stained  with  lead  citrate  and  uranyl  acetate, 
carbon-coaled,  and  examined  on  a  Hitachi  model 
H-600  electron  microscope,  operating  at  75  kV;  N 
■  8  for  each  condition. 

Unpublished    ultrastrucrural    observations    from 
eight  control  explants. 
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STATEMENT  OF  THE  AMERICAN  ACADEMY  OF  PEDIATRICS 

The  American  Academy  of  Pediatrics,  mi  organization  of  45,000  pediatricians,  would  like  to  offer  this  statement  on  behalf 
of  the  infants,  children,  adolescents,  and  young  adults  in  this  country.    This  statement  is  also  endorsed  by  the  over  1400 
members  of  the  Ambulatory  Pediatric  Association,  who  are  academic  general  pediatricians  and  child  health  professionals. 

While  we  recognize  that  budgets  are  tight,  the  Academy  urges  you  to  remember  one  key  fact  —  ensuring  the  health  of  our 
children  means  providing  for  today's  needs  plus  planning  for  tomorrow's.    The  Academy  is  pleased  to  sec  that  the 
President's  budget  for  fiscal  year  1994  placed  a  high  priority  on  children's  health  programs.    The  Academy  hopes  this 
subcommittee  will  invest  its  limited  resources  this  year  in  our  most  valuable  resource,  our  children. 

Fortunately,  most  infants  are  bom  healthy  and  continue  to  grow  and  develop  if  they  have  access  to  and  receive  basic 
health  care  services.    Unfortunately,  there  are  still  far  too  many  that  suffer  needlessly  from  disease,  injury,  abuse,  or  a 
host  of  societal  problems.    Our  task  as  pediatricians  is  to  treat  them  all,  to  provide  such  services  as  we  are  able.    Your 
task  is  to  provide  the  funds  to  allow  vital  federal  programs  to  continue.    We  ask  that  you  recognize  the  correlation  among 
preventive  and  chronic  health  services,  research,  and  the  training  of  new  health  professionals  and  not  increase  one 
program  for  infants  and  children  at  the  expense  of  another.    As  pediatricians  we  see  the  integral  tie  between  basic  research 
and  the  care  we  provide;  we  see  the  impact  of  poverty  and  the  environment  on  the  health  of  our  children  and  adolescents; 
and  we  know  that  the  future  of  our  workforce  depends  on  the  decisions  we  make  today. 

A  chart  at  the  end  of  this  statement  will  offer  recommendations  for  many  programs,  but  we  would  like  to  focus  primarily 
on  only  a  few. 

Childhood  Immunization  Program 

The  childhood  immunization  program  is  the  cornerstone  of  preventive  health  care  for  children  in  the  United  States  and  the 
Academy  applauds  the  high  priority  assigned  to  this  program  by  the  Administration.    Their  request  not  only  recognizes  the 
need  for  increased  dollars  in  the  form  of  grants  to  states  to  facilitate  expansion  of  clinic  hours  with  appropriate  staffing, 
but  it  provides  the  dollars  necessary  to  begin  the  much  needed  national  tracking/registry  system  and  additional  funds  for 
public  education  efforts. 

The  Academy  request  includes  monies  over  and  above  the  Administration's  request  for:    Hepatitis  B  vaccine  (to  cover  all 
children  dependent  upon  the  public  programs);  an  additional  cohort  of  children  in  need  of  a  second  dose  of  MMR;  and 
monies  for  vaccine  stockpile. 

Within  its  limited  reach,  the  childhood  immunization  program  is  effective.    But,  due  to  fiscal  constraints,  the  program  is 
not  reaching  all  children  who  need  its  protection.    If  immunization  rates  continue  to  decline,  we  will  see  increased  rates  of 
preventable  diseases.    The  Academy  recommends  $715  million  for  the  Childhood  Immunization  Program  for  FY94. 

National  Vaccine  Program  Office 

We  still  have  goals  we  have  not  reached  in  the  quest  to  wipe  out  vaccine-preventable  diseases.    The  National  Vaccine 
Program  Office  and  other  related  programs  are  a  part  of  our  overall  strategy  to  achieve  these  goals.    The  Academy 
recommends  $12  million. 

Lead  Poisoning  Preyention  Program 

Recent  studies  show  the  permanent  harm  that  can  be  done  to  infants  and  children  by  exposure  to  lead  during  the 
developing  years.    In  fact,  lead  poisoning  is  the  leading  environmental  health  problem  affecting  children  and  it  is  entirely 
preventable.    Futhermore,  there  may  be  low-risk  communities  that  do  not  require  lead  screening,  but  no  explicit  guidance 
has  been  developed  for  determining  a  communities'  lead  risk.    Clearly  funding  to  provide  more  data  concerning  prevalence 
in  specific  regions  and  locales  is  needed.    The  Lead  Poisoning  Prevention  Program  at  the  Centers  for  Disease  Control  and 
Prevention  is  a  technical  assistance  and  grant  program  for  the  start-up  and  expansion  of  projects  to  detect  and  prevent  lead 
poisoning.   To  ensure  that  all  children  are  protected  we  urge  you  to  fund  this  Program  at  $50  million  for  fiscal  year  1993. 

Injury  Control  Program 

Injury  is  the  leading  killer  of  our  children  ages  1-19.   The  national  injury  prevention  program  is  a  part  of  the  Centers  for 
Disease  Control  and  Prevention.    It  funds  research  and  pilot  programs  which  are  extremely  important  to  learning  more 
about  how  to  prevent  injuries  in  our  youth.   This  type  of  program,  which  is  focused  on  interventions  to  prevent  injuries, 
has  (he  potential  to  save  thousands  of  lives.     We  recommend  $50  million  for  this  program  for  the  coming  year,    la 
addition,  the  Academy  supports  the  FY94  recommendation  of  the  CDC  Coalition  of  $2.5  billion  for  CDC, 

Mntcmnl  and  Child  Health  Block  Grant 

This  program  is  designed  to  assure  mothers,  infants,  chililicn,  and  adolescents  access  to  quality  health  care  that  reduces 
infant  mortality  and  morbidity,  helps  children  with  special  needs,  ameliorates  chronic  illnesses,  and  encourages  healthy 
lifestyles.    Through  cooperation  with  other  federal  programs,  limited  resources  can  be  used  effectively  to  reduce 
duplication  and  fragmentation  of  services.    The  Academy  is  very  pleased  that  the  President  recommended  an  increase  in 
this  program,  but  feels  that  this  program  should  be  funded  at  $746  million. 

Pediatric  Emergency  Medical  Serrices 

Title  III  of  the  Public  Health  Service  allows  for  the  support  of  demonstration  grants  for  emergency  medical  services 
systems  for  acutely  ill  or  seriously  injured  children  and  adolescents.    This  program  funds  the  development,  establishment, 
and  operation  of  regional  pediatric  emergency  centers  to  support  training  and  research.    We  urge  your  support  for  this 
program  and  recommend  funding  at  $10  million  for  fiscal  year  1993. 


579 


Family  Planning 

Title  X  of  the  Public  Health  Service  is  crucial  to  this  country's  family  planning  activities,  and  it  provides  high-quality 
reproductive  health  care  services  to  millions  of  low-income  and  marginal-income  women  and  men  each  year.    These 
clinics  also  provide  other  essential  services,  such  as  screening  for  sexually  transmitted  diseases,  hypertension,  diabetes, 
and  anemia.    This  program  continues  to  be  an  integral  part  of  our  health  care  system  for  our  adolescents.    The  disastrous 
effects  of  teenage  pregnancy  and  the  possible  long  lasting  consequences  of  sexually  transmitted  diseases  are  well  known. 
The  Academy  is  pleased  that  the  president's  budget  recognizes  the  importance  of  this  program  to  our  adolescents  and 
young  adults,  however,  we  ask  your  support  of  $238  million  for  the  next  fiscal  year. 

Health  Professions  Training 

The  Title  VII  Primary  Care  Training  Grants  for  General  Internal  Medicine  and  General  Pediatrics  remains  a  small,  but 
vital,  incentive  program  for  the  training  of  general  pediatricians.    Both  the  public  and  private  sector  are  calling  for  health 
care  reforms  which  will  remove  the  barriers  to  medical  care  faced  by  large  numbers  of  Americans  who  are  uninsured  or 
underinsured.    Children  and  adolescents  constitute  a  disproportionately  large  number  of  this  population.    If  we  are  going  to 
have  an  adequate  supply  of  primary  care  pediatricians  to  meet  the  anticipated  demand  for  their  services,  then  we  mast 
protect  graduate  medical  education  funding  now.   This  subcommittee  knows  that  the  training  of  primary  care  physicians  is 
crucial  for  our  future,  and  it  also  knows  that  primary  care  specialties  in  universities  and  teaching  institutions  are  not 
lucrative,  income-generating  departments.    We  are  pleased  that  the  president's  budget,  for  the  first  time  in  a  decade,  has 
included  funding  for  this  program.    The  Academy  recommends  $25  million  for  the  General  Internal  Medicine  /  General 
Pediatrics  Grants  and  joins  with  the  Health  Professions  and  Nursing  Education  Coalition  in  recommending  $387  million 
for  the  Title  VII  and  VIII  programs. 

The  National  Health  Service  Corps  is  a  key  component  of  any  effort  to  remove  barriers  to  health  care.    The  scholarship 
and  loan  repayment  programs  are  another  integral  component  of  national  efforts  to  increase  opportunities  for  minorities  to 
become  health  professionals.    We  thank  the  Congress,  including  those  on  this  subcommittee,  for  maintaining  this  program. 
Our  organizations  recommend  providing  $149.5  million  for  this  program. 

Pediatric  AIDS 

The  incidence  of  HIV  infection  among  infants,  children,  adolescents  and  women  continues  to  rise.    As  of  December  1992, 
5195  cases  of  AIDS  had  been  diagnosed  in  children  from  0-19  years  of  age.    AIDS  has  become  the  ninth  leading  cause  of 
death  for  children  ages  one  to  four.    There  are  many  federal  programs  being  affected  by  this  increase,  and  the 
appropriations  for  these  programs  for  the  coming  year  should  reflect  the  needs.    These  programs  -  -  Ryan  White  CARE, 
Pediatric  AIDS  demonstrations,  and  abandoned  infants  -  -  include  the  delivery  of  services,  prevention,  and  research. 
Without  going  into  great  detail  and  outlining  the  needs  of  each  program,  the  Academy  urges  vou  to  support  the  $935 
million  recommendation  of  the  Pediatric  AIDS  Coalition. 

National  Institutes  of  Health 

Pediatric  research  today  is  not  only  exciting,  but  rapidly  changing.    Pediatric  research  covers  the  entire  spectrum  of 
research  -  -  basic,  clinical,  applied,  and  service  -  -  and  is  supported  substantially  by  the  federal  government  through  NIH. 
It  is  important  that  this  balance  be  maintained. 

Biomedical  research  itself  may  not  guarantee  cost  savings  in  the  delivery  of  health  care;  however,  successful  control  of 
disease  affecting  both  children  and  adults,  with  accompanying  cost  reductions,  will  not  occur  without  recognition  of  the 
necessity  of  coupling  research  with  reforms  in  the  design  and  funding  of  health  care  delivery.    To  adequately  fund 
biomedical  research,  we  join  with  the  Ad  Hoc  Group  on  Medical  Research  Funding  in  requesting  $11.6  billion  for  the 
NIH.    We  also  join  with  the  Friends  of  N1CHD  Coalition  in  requesting  $684.997  for  the  NICHD. 

Agency  for  Health  Cnre  Policy  and  Research 

This  relatively  new  arm  of  the  Public  Health  Service  is  the  federal  government's  primary  agency  responsible  for  medical 
effectiveness  and  health  services  research.    It  also  supports  the  training  of  new  health  service  researchers.    We  applaud 
and  support  the  president's  request  of  $158  million  for  FY94.  which  should  begin  to  expand  the  agency  activities  to  the 
level  necessary  to  make  available  the  information  needed  for  informed  choices  about  health  care  reform.    In  summary,  the 
following  list  highlights  programs,  along  with  funding  recommendations,  of  importance  to  children.    The  Academy  joins 
with  its  many  friends  in  other  organizations  and  coalitions  in  presenting  these  recommendations. 

Recommendations 

Centers  for  Disease  Control  $2,500,000,000 

Childhood  Immunization  Program  $715,000,000 

Lead  Poison  Prevention  $50,000,000 

Injury  Control  $50,000,000 

Health  Resources  and  Services  Administration 

Maternal  and  Child  Health  Block  Grant  $746,000,000 
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Pediatric  Emergency  Medical  Services  $10,000,000 

Tille  X,  Family  Planning  $238,000,000 

Primary  Care  Training  Grants  -  -  General  $387,000,000 

Internal  Medicine  and  General  Pediatrics  $25,000,000 

National  Health  Service  Corps  $149,500,000 

Pediatric  AIDS  $935,000,000 

Pediatric  AIDS  Demonstration  $30,000,000 

Ryan  White  CARE  $875,000,000 

Abandoned  Infants  $30,000,000 

National  Institutes  of  Health  $  1 1 ,600,000,000 

National  Institute  of  Child  Health  and 

Human  Development  $684,997,000 

Agency  for  Health  Care  Policy  and  Research  $158,000,000 

National  Vaccine  Program  Office  $12,000,000 

Child  Care  Block  Grant  $932,711,000 


STATEMENT  OF  THE  AMERICAN  ASSOCIATION  OF 
IMMUNOLOGISTS 

The  nearly  6,000  members  of  the  American  Association  of  Immunologists 
(AAI)  work  at  the  cutting  edge  of  basic  biomedical  and  clinical  immunologic 
research.   The  bulk  of  their  research  is  funded  through  individual,  investigator- 
initiated  and  peer-reviewed  research  grants,  or  ROls,  awarded  by  the  National 
Institutes  of  Health  (NIH). 

AAI's  members  conduct  research  on  infectious  disease,  regulation  of  the 
immune  system  in  health  and  disease,  transplantation  and  tumor  biology,  and 
organ-specific  disorders  such  as  diabetes  and  inflammatory  diseases  of  the  skin, 
gastrointestinal  tract,  eye  and  nervous  system.   Excluding  cancer,  more  than  50 
million  Americans  suffer  from  diseases  associated  with  immune  dysfunction.  The 
immune  system  is  an  element  in  many  diseases  because  of  its  unique  status  as  a 
mobile  organ  system  that  circulates  throughout  the  body.   The  immune  system  is 
essential  to  the  health  and  disease  of  all  other  organ  systems. 

On  behalf  of  AAI  let  me  acknowledge  and  thank  you  for  the  support  for 
basic  biomedical  research  that  has  been  provided  by  this  Subcommittee  in  the 
past.   The  American  biomedical    enterprise  is  truly  the  most  successful  in  the 
world,  and  the  support  of  this  Subcommittee  has  made  that  success  possible. 

AAI  recognizes  that  the  U.S.  has  a  near-crippling  federal  budget  deficit. 
This  debt  has  limited  the  nation's  ability  to  take  decisive  action  against  a  growing 
array  of  societal  problems.   The  deficit  also  prevents  us  from  investing  adequately 
in  potentially  high-return  areas  such  as  biomedical  research  that  lead  to  improved 
health  care  and  economic  growth. 

But  the  true  cost  of  the  constraints  imposed  by  the  federal  deficit  are  beyond 
our  grasp.   We  will  never  know  what  adequately  funded  basic  research  might  have 
discovered,  what  diseases  might  have  been  understood  and  how  many  lives  might 
have  been  saved.    History  demonstrates  that  it  is  not  possible  to  predict  which 
efforts  in  fundamental  research  will  lead  to  critical  insights  about  how  to  prevent 
and  treat  disease. 

The  primary  aim  of  basic  biomedical  research  is  to  fill  a  gap  in  our 
understanding  of  how  life  processes  work.    Decisions  regarding  what  research  to 
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fund  must  be  based  on  informed  judgments  about  which  projects  represent  the 
most  meritorious  ideas.  Despite  our  many  successes,  there  are  areas  of  research 
where  far  more  progress  in  urgent.   For  example: 

o  Efforts  to  control  the  current  epidemic  of  drug-resistant  tuberculosis 

bacillus  are  severely  handicapped  by  our  limited  understanding  of 
why  this  bacterium  is  so  virulent  and  why  the  immune  system  is 
unable  to  cope  with  it 

o  Approaches  to  the  health  care  problems  posed  by  Alzheimer's  disease 

are  limited  by  our  understanding  of  how  normal  nerve  cells  function 
at  the  molecular  and  cellular  levels. 

o  Development  of  successful  strategies  to  treat  and  cure  osteoporosis 

will  require  more  understanding  of  the  molecular,  cellular,  and 
physiological  basis  of  bone  development 

Although  basic  biomedical  research  is  aimed  at  understanding  the 
fundamental  mechanisms  of  biology  and  disease,  the  knowledge  it  generates  has 
wide-ranging  applications:   It  is  the  most  cost-effective  approach  to  developing 
better  and  less  expensive  ways  to  prevent  and  treat  disease,  leading  to  a  better 
quality  of  life  and  greater  economic  productivity.   Advances  in  basic  biomedical 
research  create  new  jobs,  particularly  in  a  growth  area  such  as  biotechnology.   The 
creation  of  new  jobs,  in  turn,  stimulates  economic  growth  and  helps  the  nation 
stay  competitive  in  world  markets.   Our  nation's  investment  in  fundamental  life 
sciences  research  produces  inestimable  benefits  for  the  American  people. 

True  medical  advances  generally  stem  from  a  new  understanding  of  a 
fundamental  biological  problem  or  the  development  of  a  research  technique  often 
based  on  untargeted  research  that  leads  to  new  practical  applications.   In  the 
overwhelming  number  of  cases,  the  investigators  carrying  out  the  basic,  untargeted 
research  could  neither  predict  nor  imagine  the  practical  consequences  that  would 
result  from  their  discoveries.  The  following  are  some  examples: 

o  Basic  research  in  virology  led  to  the  identification  of  the  Human 

Immunodeficiency  Virus  (HIV)  as  the  cause  of  AIDS  and  the  saving 
of  countless  lives  as  a  result  of  blood  supply  screening. 

o  Basic  research  on  why  the  body  rejects  foreign  blood  or  organs,  and 

what  steps  could  be  taken  to  minimize  that  rejection,  led  to  the 
development  of  successful  techniques  for  blood  transfusions  and 
organ  transplantation. 

o  Basic  research  on  physiological  regulation  of  kidney  functions  by 

hormones  such  as  angiotensin  (which  raises  blood  pressure)  led  to  the 
development  of  drugs  that  inhibit  the  enzyme  that  activates 
angiotensin.  These  drugs  have  provided  a  major  improvement  in  the 
treatment  of  hypertension. 

These  examples  of  advances  from  fundamental  research  emphasize  the 
importance  and  benefit  of  supporting  untargeted,  investigator-initiated  research- 
Today  we  are  on  the  verge  of  many  other  biomedical  advances  if  only  we 
can  fill  critical  gaps  in  our  knowledge  base. 

As  has  been  indicated,  basic  biomedical  research  is  fueling  the  emerging 
biotechnology  industry  where  new  jobs  grew  by  13  percent  in  1991-1992  despite 
the  recession.   Biotechnology  already  employs  more  than  70,000  individuals  and 
generates  revenues  of  some  $6  billion  a  year,  with  recognized  potential  for  much 
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greater  growth.      The  United  States  is  the  world  leader  in  biotechnology  today. 
However,  in  order  to  maintain  our  international  primacy,  we  will  require 
continued  and  stronger  federal  support  for  basic  biomedical  research. 

Unfortunately,  funding  for  basic  biomedical  research  has  actually  dropped. 

In  FY  1992,  NIH  and  the  Alcohol,  Drug  Abuse,  and  Mental  Health 
Administration  (ADAMHA)  together  supported  an  estimated  6,800  new  and 
competing  grants.   According  to  a  recent  NIH  estimate,  the  $10,326  billion  FY  1993 
appropriation  for  NIH  (now  including  the  ADAMHA  research  institutes)  will  only 
be  able  to  fund  a  drastically  reduced  5,634  new  and  competing  gTants,  a  reduction 
of  18%. 

Mindful  of  this  and  the  realities  of  the  federal  budget  deficit,  AAI  urges 
that  the  new  Administration  and  Congress  provide  NIH  with  $11.75  billion  in 
Fiscal  Year  (FY)  1994,  an  increase  of  13.8  percent  over  its  FY  1993  appropriation. 
This  recommendation  includes  the  three  research  institutes  formerly  housed  within 
ADAMHA  and  provides  the  funding  essential  for  new,  competing,  and 
continuation  grants,  training,  and  other  NIH  activities. 

Just  last  week,  the  House  Appropriations  Committee  reported  out  a  funding 
bill  that  would  result  in  $10,936  billion  in  funding  to  the  NIH.   This  amounts  to  at 
least  a  5.2%  increase  for  each  of  the  NIH's  Institutes  over  FY  93  funding,  and  is  a 
far  more  generous  figure  that  the  3.3%,  or  $330  million,  that  the  Administration 
requested.   Although  we  are  very  pleased  with  the  House's  determination  to 
provide  more  funding  than  that  requested  by  the  Administration,  AAI's 
membership  knows  that  an  increase  of  the  magnitude  we  have  recommended 
could  immediately  be  put  to  use.   Please  bear  AAI's  recommendations  in  mind  as 
you  prepare  the  Senate  version  of  the  Labor-HHS  bill. 

In  conclusion,  President  Clinton  has  spoken  eloquently  of  the  importance  of 
re-investing  in  people,  in  infrastructure,  in  those  things  which  will  provide 
tangible  benefits  in  the  future,  and  on  which  our  future  economic  competitiveness 
and  quality  of  life  will  be  based.   We  at  AAI  hope  you  agree  that  basic  biomedical 
research— and  the  young  scientists  needed  to  carry  out  new  research—are  essential 
to  that  infrastructure  and  the  future  health  and  economic  prosperity  of  our  nation. 

The  opportunities  we  can  see,  as  well  as  the  examples  of  established 
biomedical  advances  described  in  my  testimony,  all  stem  from  fundamental 
research.    It  is  only  through  vigorous  support  of  such  basic,  untargeted, 
investigator-initiated  research  that  we  can  assure  the  continued  discovery  of  new 
knowledge  that  will  be  valuable  in  medical  applications.    It  is  reassuring  to  hear 
President  Clinton  underscore  the  fundamental  value  of  investing  in  our  nation's 
future.   At  one  point,  the  Clinton  team  discussed  the  creation  of  a  new  set  of 
budget  categories  including  one  called  "investment  in  the  future."   Can  anyone 
dispute  that  continuing  our  commitment  to  basic  biomedical  research  is  such  an 
investment? 


STATEMENT  OF  THE  AMERICAN  COLLEGE  OF  CARDIOLOGY 

The  American  College  of  Cardiology  (ACC)  ;i|>prccialcs  Ihc  opportunity  to  provide  the 
Subcommittee  with  its  views  concerning  FY  94  appropriations  for  the  National  Heart,  Lung,  and 
Blood  Institute  (NHLBI).  The  American  College  of  Cardiology  is  a  20,500  member  non-profit 
professional  medical  society  and  teaching  Institution  whose  purpose  is  to  foster  optimal 
cardiovascular  care  and  disease  prevention  through  professional  education,  promotion  of  research, 
and  leadership  in  the  development  of  standards  and  formulation  of  health  care  policy. 

The  ACC  is  deeply  concerned  nboiit  the  reduction  in  Nlll.lll  funding  advocated  by  the  Clinton 
Administration.  For  FY  94,  President  Clinton  recommended  that  Congress  reduce  funding  for  the 
NHLBI  by  1.3  percent,  or  about  six  percent  when  accounting  for  inflation. 

NHLBI  research  programs  form  the  primary  basis  (or  the  College's  development  of  practice 
guidelines  for  Ihc  delivery  of  quality  cardiovascular  care  and  thereby  effective  cardiovascular  medical 
care.  At  a  lime  when  health  care  reform  is  imminent  and  the  pressure  to  reduce  costs  and  eliminate 
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inappropriate  health  care  services  is  strung,  ihe  research  concluded  ai  Nl  ILBI  becomes  even  more 
crucial. 

The  NHLB1  is  our  nation's  catalyst  for  quality  medical  research  in  the  basic  and  clinical  sciences 
with  the  ultimate  objective  or  enhancing  the  prevention,  diagnosis,  and  treatment  of  cardiovascular 
disease.  We  urge  Congress  to  improve  upon  the  President's  recommendation  and  support  additional 
funding  for  the  Institute  for  FY  94. 

The  importance  of  cardiovascular  disease  to  Ihe  health  of  our  nation  is  evident  in  the  estimates  by 
the  American  Heart  Association  (AHA)  that  more  than  70  million  Americans  --  more  than  one  in 
four  --  suffer  from  the  consequences  of  heart  disease  In  fact,  heart  attack  is  the  number  one  killer 
of  both  American  men  and  women.  Forty  three  percent  of  all  deaths  in  this  country,  totalling 
930,477  in  1990,  can  be  attributed  lo  cardiovascular  disease.  Nearly  40  percent  (358,234)  of  these 
deaths  occur  prematurely  in  those  under  age  75.  One  American  dies  from  cardiovascular  disease 
every  34  seconds. 

The  United  Stales  has  traditionally  been  at  Ihe  forefront  ol  cardiovascular  research,  reaping 
important  societal  benefits  through  a  reduction  in  the  number  of  deaths  liom  cardiovascular  disease 
and  the  benefit  of  longer,  more  productive  lives.  Death  rates  liom  cardiovascular  disease  overall 
declined  26.7  percent  between  1980  and  1990.  The  programs  ol  ihe  Nl  ILBI  have  been  central  lo 
achieving  these  results. 

Current  fiscal  constraints  threaten  the  loss  of  many  important  research  projects,  as  well  as  a  cadre 
of  fulurc  researchers.  As  a  result  of  the  proposed  funding  cut,  the  NHLBI  expects  ihe  number  of 
new  and  competing  research  project  grants  lo  be  reduced  from  656  in  FY  93  lo  621  in  FY  94,  the 
lowest  number  funded  by  the  NHLBI  since  FY  80.  The  progressive  reduction  in  the  percentage  of 
grams  funded  has  discouraged  many  mid  level  scientists  from  continuing  their  worthwhile  studies. 

This  reduction  in  research  hurts  not  only  Ihe  scientists  and  Ihe  institutions  in  which  they  work,  but  also  all 
Americans  who  would  benefit  from  their  research.  We  as  a  nation  cannot  afford  continuing  decreases  in  funding 
for  Ihe  field  of  medical  research. 

The  following  activities  of  the  NHLBI  are  vital  to  saving  money,  improving  diagnosis  and  treatment  of  heart 
conditions,  prolonging  lives  and  improving  the  quality  of  life  lor  Ihe  people  we  serve. 

New  Approaches  to  1'revenl  Aiigioplasly-liidiiced  Restenosis 

The  major  limitation  of  percutaneous  transluminal  coronary  angioplasty  (PTCA).  a  popular  and  relatively  non- 
invasive method  of  improving  coronary  blood  How,  is  restenosis,  a  renarrowing  of  Ihe  arteries  within  three  lo  six 
monlhs.  Restenosis,  occurring  in  30  lo  40  percent  of  treated  vessels,  is  often  accompanied  by  a  return  of 
symptoms  and  necessitates  repeal  PTCA  or  coronary  artery  bypass  graft  (CABG)  surgery.  The  NHLBI  planned 
lo  support  innovative  molecular  biologic  studies  to  identify  the  mechanisms  involved  in  restenosis  and  develop 
effective  methods  to  prevent  it.    Budgetary  restrictions  would  make  support  ol  this  program  highly  unlikely. 

Hypertension 

Although  scientists  have  isolated  several  environmental  factors  thai  contribute  lo  high  blood  pressure,  ihe  genetic 
factors  underlying  this  disease  have  been  difficult  lo  assess  until  now.  NHLBI  sponsored  research  recently 
discovered  a  correlation  between  a  human  gene  and  Ihe  most  common  form  ol  high  blood  pressure.  This  fact 
could  stimulate  Ihe  development  of  new  diagnostic  tests,  treatments,  and  prevention  strategies  for  hypertension. 
A  practice-based  trial  will  compare  ihe  efficacy  and  cost  effectiveness  ofdifferenl  antihypertensive  drugs  and  assess 
ihe  impact  of  a  lipid  lowering  agent  and  diet  on  coronary  heart  disease.  If  Ihe  budget  of  this  trial  is  reduced,  it 
may  no  longer  be  feasible  lo  conduct  it  within  a  reasonable  timeframe. 

Physical  Activity 

The  American  Heart  Association's  Council  on  Clinical  Cardiology  recently  designated  physical  inactivity  as  a 
major  risk  factor  for  development  of  coronary  heart  disease  In  the  past  year,  great  sirides  were  made  in 
attempting  to  understand  exactly  how  coronary  circulation  is  improved  with  physical  activity.  The  NHLBI 
inlended  lo  implement  a  clinical  (rial  in  sedentary,  middle  aged  men  and  women  at  elevated  risk  for  coronary 
heart  disease  lo  determine  if  inicrvcniions  lo  promote  physical  activity  are  effective  in  improving  fitness  and  to 
ideniify  the  most  effective  intervention  programs.  Given  ihe  recommended  FY  94  budget,  implementation  of  this 
important  study  would  have  to  be  postponed. 

Women 

The  NHLBI  is  currently  conducting  a  substantial  program  to  foslci  collaborative  research  in  areas  of  women's 
health  thai  rclalc  lo  cardiovascular,  lung,  and  blood  diseases.  Cardiovasculai  diseases  are  Ihe  leading  cause  of 
death  in  women  in  the  United  Stales,  and  there  are  a  number  ol  current  issues  in  clinical  cardiology  lhat  would 
potentially  benefit  from  an  improved  understanding  of  how  gender  affects  the  cardiovascular  system.  Ihe  NHLBI 
has  launched  ihe  Collaborative  Projects  on  Women's  Health  lo  stimulate  research  in  this  area.  The  NHLBI 
planned  lo  support  new  grants  in  this  initiative  in  FY  94.  This  would  no  longer  be  possible  with  the 
recommended  rcduclions. 
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Minorities 

The  NHLBI  recently  announced  a  program  lo  foslei  collaborative  clinical  research  thai  focuses  on  new  and 
improved  approaches  for  diagnosis,  management,  and  prevention  of  cardiovascular,  lung,  and  blood  diseases  in 
minorities.  Although  the  diseases  of  concern  to  the  NHLBI  constitute  significant  causes  of  death  for  all 
Americans,  they  impact  members  of  minority  groups  disproportionately.  For  example,  in  1989,  the  age-adjusted 
death  rate  for  heart  disease  was  M  percent  higher  among  black  men  than  while  men  and  62  percent  higher  among 
black  women  than  while  women.  NHLBI  plans  lo  support  new  giants  in  this  initiative  in  FY  94  would  not  be 
possible  without  additional  funding. 

Specialized  Centers  of  Research  fur  Pediatric  Cardiology 

This  important  program  would  support  innovative,  mullidisciplinary  basic  and  clinical  research  on  congenital  and 
acquired  cardiovascular  diseases  in  children  and  translate  results  rapidly  lo  improvements  in  diagnosis,  treatment 
and  prevention.    The  recommended  FY  94  would  seriously  impact  this  program. 

In  summary,  the  ACO  would  like  lo  stress  the  critical  importance  of  cardiovascular  research  and  the  contributions 
of  the  National  Heart,  Lung,  and  Blood  Institute  to  the  advancement  of  cardiovascular  care  lor  all  people. 
Cardiovascular  disease  is  ihe  major  cause  ol  death  in  Americans  and  causes  tremendous  personal  and  economic- 
loss  lo  the  citizens  of  this  nation.  We  at  the  American  College  of  Cardiology  want  to  emphasize  our  support  for 
funding  at  the  highest  possible  level  to  continue  and  enhance  Ihe  programs  such  as  those  outlined  above. 


STATEMENT  OF  THE  DR.  PAUL  D.  STEIN,  ON  BEHALF  OF  THE 
AMERICAN  COLLEGE  OF  CHEST  PHYSICIANS 

Mr.  Chairman  and  members  of  the  Committee: 

I  am  Paul  D.  Stein,  President  of  the  American  College  of 
Chest  Physicians  and  the  Director  of  Cardiovascular  Research  at 
Henry  Ford  Hospital  in  Detroit. 

I  thank  you  for  affording  me  the  opportunity  to  present  this 
testimony  for  the  record  on  behalf  of  the  American  College  of 
Chest  Physicians.   The  American  College  of  Chest  Physicians  is  a 
professional  society  of  medical  subspecialists.   We  comprise  more 
than  14,000  physicians,  and  scientists  and  medical  educators  who 
specialize  in  diseases  of  the  heart,  lungs  and  circulatory 
system.   The  College  appreciates  this  opportunity  to  offer  its 
views  to  this  Committee  on  Fiscal  Year  1994  appropriations  for 
the  National  Heart,  Lung  and  Blood  Institute. 

The  American  College  of  Chest  Physicians  enthusiastically 
supports  the  activities  of  the  National  Institutes  of  Health, 
particularly  those  of  the  National  Heart,  Lung  and  Blood 
Institute.   We  unequivocally  support  the  National  Institutes  of 
Health's  commitment  to  support  both  basic  and  applied  research. 
The  Director  of  the  National  Heart,  Lung  and  Blood  Institute,  Dr. 
Claude  Lenfant,  the  Deputy  Director,  Dr.  Peter  Frommer,  and  the 
Director  of  the  Institute's  Lung  Disease  Division,  Dr.  Suzanne 
Hurd,  have  shown  outstanding  leadership. 
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The  American  College  of  Chest  Physicians  strongly  supports 
Dr.  Lenfant's  budget  reguest  of  $1.54  billion  for  the  National 
Heart,  Lung  and  Blood  Institute  in  Fiscal  Year  1994.   The 
American  College  of  Chest  Physicians  believes  that  this  funding 
level  is  crucial  to  our  national  biomedical  research  effort.   The 
total  1993  National  Institutes  of  Health  budget  of  $10.3  billion 
represents  only  1.3%  of  the  $800  billion  spent  for  health  care. 
This  overall  budget  for  the  National  Institutes  of  Health  is  too 
low  in  my  judgment. 

I  have  a  major  concern  about  the  declining  ability  of  new 
investigators  to  obtain  funds  for  research  and  the  ability  of 
established  investigators  to  maintain  research  grants.   This 
results  in  a  noticeable  reduction  of  the  national  pool  of 
scientists.   Young  people  are  not  being  attracted  to  research. 
Established  investigators  are  being  forced  out  of  research. 
Once  the  critical  mass  of  biomedical  researchers  is  reduced,  it 
will  require  decades  to  replace  the  losses.   This  will  be 
reflected  in  a  loss  of  world  leadership.   Ultimately,  it  will 
result  in  a  reduced  quality  of  health  care  for  the  American 
people. 

The  American  College  of  Chest  Physicians  supports  the 
recommendation  of  the  Ad  Hoc  Group  for  Medical  Research  Funding 
for  an  appropriation  level  of  $11.6  billion  for  the  National 
Institutes  of  Health  for  Fiscal  Year  1994.   This  recommended 
level  of  funding  would  translate  into  an  appropriate,  sound,  and 
progressive  level  of  the  National  Institutes  of  Health's  research 
activity,  which  reflects  one  of  its  vital  mandates. 

We  urge  Congress  to  insure  that  the  National  Institutes  of 
Health  has  the  funds  to  support  the  best  in  biomedical  research, 
by  funding,  at  a  minimum,  35%  of  the  competing  research  grant 
applications  approved  each  year.   Unfortunately,  for  the  past 
four  years,  the  National  Institutes  of  Health,  on  average,  has 
not  been  able  to  fund  even  30%  of  the  competing  grant 
applications  it  approves.   During  the  current  fiscal  year,  many 
institutes  will  be  able  to  fund  only  18  to  20%  of  their  approved 
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grant  applications.    This  means  that  important  research 
proposals  are  being  unfunded  and  investigators  and  their  support 
staffs  are  being  forced  to  leave  the  field  of  research. 

We  recognize  the  importance  of  basic  research  initiated  by 
individual  investigators,  and  therefore,  the  American  College  of 
Chest  Physicians  supports  the  Ad  Hoc  Group  for  Medical  Research 
Funding's  recommendations.   These  include  a  $1.3  billion 
recommended  increase  for  all  of  the  National  Institutes  of  Health 
in  Fiscal  Year  1994.   As  a  component  of  this  $1.3  billion,  the  Ad 
Hoc  Group  further  recommends,  and  we  support,  earmarking  at  least 
$500  million  for  basic  research.   While  this  recommendation  would 
not  achieve  the  35%  goal  for  funding  of  approved  research  grant 
applications,  it  would  take  a  significant  step  in  that  direction. 

Funding  of  biomedical  research  at  the  levels  that  the 
American  College  of  Chest  Physicians  advocates  is  a  minuscule 
investment  when  compared  to  the  billions  of  dollars  which  will  be 
saved  in  future  health  care  costs  because  of  new  research 
advances.   The  long  term  financial  savings  that  result  from 
biomedical  research  cannot  be  overestimated.    Biomedical 
research  has  improved  our  Nation's  quality  of  life  and  saved 
billions  of  dollars  in  related  health  care  costs.   For  example, 
the  National  Heart,  Lung  and  Blood  Institute  has  sponsored 
clinical  trials  of  a  class  of  drugs  for  the  treatment  of 
congestive  heart  failure  known  as  angiotensin  converting  enzyme 
inhibitors.   Results  indicate  that  the  routine  use  of  such  drugs 
could  prevent  between  10,000  and  20,000  deaths  each  year  and 
about  100,000  hospitalizations.   This  would  save  approximately  $1 
billion  each  year  in  hospital  and  related  costs. 

Research  sponsored  by  the  National  Heart,  Lung,  and  Blood 
Institute  has  led  to  tremendous  strides  in  combatting 
cardiovascular  and  pulmonary  diseases  as  well  as  hematological 
disorders.   Recommended  levels  of  funding  are  required  to 
continue  such  advances.   We  recognize  the  strains  that  have  been 
placed  upon  the  federal  budget  in  recent  years.   Nevertheless, 
diseases  of  the  heart  and  lungs  continue  to  pose  the  most  serious 
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threat  to  our  Nation's  health.   The  desirability  of  exercising 
fiscal  austerity  should  not  cause  us  to  lose  money  in  the  long 
run,  due  to  an  inability  to  optimally  treat  heart  and  lung 
diseases. 

As  the  Director  of  Cardiovascular  Research  at  Henry  Ford 
Hospital,  I  draw  the  Committee's  attention  to  research  of 
particular  interest  to  me  and  to  the  American  College  of  Chest 
Physicians  in  which  the  National  Heart,  Lung  and  Blood  Institute 
played  an  instrumental  role.   That  is  the  progress  made  in  the 
prevention  of  stroke  associated  with  atrial  fibrillation. 
Research  has  shown  that  the  frequency  of  stroke  in  patients  with 
this  abnormal  heart  rhythm  can  be  markedly  and  safely  reduced  by 
the  administration  of  anticoagulants.   This  will  result  in 
savings  of  thousands  of  lives  and  untold  days  of  hospitalization 
and  rehabilitative  care. 

In  1991,  1,125,000  deaths  (52%  percent  of  all  deaths  in  the 
United  States)  fell  within  the  disease  categories  that  are  the 
mission  of  the  National  Heart,  Lung  and  Blood  Institute  to 
combat.   Cardiovascular  and  lung  diseases  represent  three  of  the 
ten  leading  causes  of  death  in  the  United  States.   Despite  this 
fact,  the  National  Heart,  Lung  and  Blood  Institute  receives  only 
12%  of  the  funds  allocated  to  the  National  Institutes  of  Health. 

Research  supported  by  the  National  Heart,  Lung  and  Blood 
Institute  has  contributed  to  a  significant  decline  in  the  death 
rate  from  pulmonary  and  cardiovascular  diseases  over  the  past 
twenty  years.   Even  so,  the  incidence  of  these  diseases  and  their 
costs,  in  terms  of  human  suffering,  death,  and  economic  loss 
remains  staggering.   When  one  considers  the  costs  that  would  have 
been  incurred  in  health  care  had  it  not  been  for  the  research 
supported  by  the  National  Heart,  Lung  and  Blood  Institute,  it 
becomes  clear  that  money  spent  on  research  is  money  well  spent. 
For  every  dollar  invested  by  the  National  Heart,  Lung  and  Blood 
Institute,  $13.00  are  estimated  to  be  saved  in  future  health  care 
expenditures.   This  is  a  strong  investment  when  we  are  looking 
for  ways  to  reduce  overall  expenditures.   It  is  therefore 
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imperative  that  the  National  Heart,  Lung  and  Blood  Institute  be 
afforded  sufficient  resources  to  continue  its  efforts  to  combat 
the  full  array  of  pulmonary  and  cardiovascular  diseases. 

Tangible  advances  have  been  made  available  to  the  American 
public  through  research  sponsored  by  the  National  Heart,  Lung  and 
Blood  Institute.  The  important  goals  and  the  essential  mandate 
of  the  National  Heart,  Lung  and  Blood  Institute  can  be  achieved 
only  with  adequate  funding.  A  level  of  funding  is  needed  which 
will  continue  to  allow  the  types  of  advances  already  shown  to  be 
possible. 

On  behalf  of  the  American  College  of  Chest  Physicians' 
membership,  I  thank  you  for  affording  us  this  opportunity  to 
present  our  views. 


STATEMENT  OF  THE  AMERICAN  COLLEGE  OF  RHEUMATOLOGY 

The  ACR  is  the  professional  organization  of  rheumatologists.   It  includes  practicing  physicians  and 
research  scientists  who  are  dedicated  to  preventing  disability,  healing  and  eventually  curing  more 
than  100  types  of  arthritis  and  related  disabling  and  sometimes  fatal  disorders  of  the  joints,  muscles, 
and  bones.   At  the  outset,  we  wish  to  reinforce  the  fact  that  advances  made  possible  through 
research  do  contribute  to  reducing  health  care  costs  in  many  cases.    For  certain  disease  treatments 
and  therapies,  cost-savings  are  already  well-documented:  Systemic  Lupus  Erythematosus  (lupus)  is 
an  autoimmune  disease  characterized  by  excessive  production  of  antibodies  against  the  body's  own 
tissues,  often  including  the  kidneys.    A  new  drug  therapy  for  kidney  disease  resulting  from  lupus  has 
been  found  to  save  $93.1  million  in  health  care  costs  in  the  U.S.  each  year.   This  is  all  the  more 
impressive  since  this  drug  regimen  cost  a  total  of  only  $9.8  million  to  develop.   Thus,  nearly  a  ten- 
fold return  is  being  reaped  by  this  investment  in  research.   Another  example  is  osteoporosis.   A 
recent  analysis  found  that  bone  density  screening  and  hormone  replacement  therapy  beginning  at 
menopause  could  save  $327  million  over  the  ensuing  lifetime  of  all  American  white  women  reaching 
age  50  between  1988  and  1998.   These  are  but  two  examples  of  many  situations  where  improved 
treatments  and  better  management  strategies-which  were  made  possible  through  an  investment  in 
research -have  reduced  health  care  costs.   As  long  as  continued  support  for  research  is  available, 
other  cost-effective  advances  will  continue  to  be  made,  and  the  benefits  of  reduced  health  care  costs 
and  reduced  disability  can  be  realized  for  other  diseases. 

These  findings  have  particularly  strong  Implications  relating  to  arthritis,  the  second  most 
common  chronic  Illness  In  the  United  States.  Arthritis  is  present  in  1  in  7  people,  and  affects  1  out 
of  3  families.     The  following  are  the  startling  facts  about  the  costs  of  arthritis: 

•  Arthritis  ranks  #1  among  the  ten  leading  health  problems  of  individuals  age  50  and 
older. 

•  The  total  costs  of  all  types  of  arthritis  are  at  least  $35  billion  each  year,  including 
medical  costs  and  costs  resulting  from  lost  income  and  reduced  productivity. 

•  Rheumatoid  arthritis,  a  severely  crippling  form  of  arthritis  affecting  more  than  2  million 
Americans,  is  responsible  for  significant  health  care  costs.   In  California,  the 
government's  insurance  program  (the  Medi-Cal  program)  estimated  that  total  health 
care  costs  for  people  who  have  rheumatoid  arthritis  are  three  times  higher  than  for 
those  who  do  not  have  the  disease. 

•  About  60  percent  of  people  with  rheumatoid  arthritis  under  age  65,  who  were 
employed  at  the  onset  of  the  disease,  become  work  -  disabled,  requiring  private 
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and/or  government  programs  for  support.   On  average,  people  who  have  rheumatoid 
arthritis  earn  only  50  percent  of  their  predicted  income.   The  "earnings  gap"  attributed 
to  rheumatoid  arthritis  among  men  and  women  of  working  age  is  estimated  at  $6.5 
billion  each  year. 

We  know  that  in  the  elderly  population,  there  is  an  increased  likelihood  that  an  individual  will  have 
two  or  more  chronic  conditions,  and  there  is  an  association  between  the  number  of  conditions 
present  in  one  person  and  the  occurrence  of  disability.   The  provision  of  care  to  people  who  are  in 
some  way  disabled  contributes  significantly  to  increased  financial  costs  to  the  government,  private 
insurers,  and  to  society  as  a  whole.   The  high  costs  associated  with  arthritis  are  likely  to  increase  in 
the  future  due  to  consequences  of  the  aging  of  our  population.  An  article  in  the  January  1 990 
Journal  of  the  American  Medical  Association  examining  chronic  conditions  in  those  aged  60  years 
and  older,  found  arthritis  in  49  percent  of  the  study  population,  much  more  common  than  was 
previously  thought.   Extrapolated  to  the  estimated  United  States  population  in  this  age  bracket, 
arthritis  affects  over  16  million  people  aged  60  and  older.  The  number  of  individuals  affected  (as  well 
as  associated  costs)  will  increase  as  the  size  of  our  over  60  population  continues  its  upswing. 

II.  Issues  In  the  chronology  of  federal  funding  for  arthritis  and  related  diseases. 

Since  its  inception,  the  National  Institute  of  Arthritis  and  Musculoskeletal  and  Skin  diseases  (NIAMS) 
has  made  great  strides  In  Investigating  arthritis  and  related  rheumatic  diseases,  as  well  as  diseases 
of  the  musculoskeletal  system  and  the  skin.   The  NIAMS  has  also  assumed  a  leadership  role  on 
many  "cutting  edge"  issues  in  science  and  health  care,  including  the  areas  of  women's  health  and 
minority  health.   Despite  the  NIAMS'  extensive  research  mandate-covering  research,  training,  and 
information  dissemination  relating  to  the  diseases  and  normal  function  of  all  the  human  body's 
fundamental  structures  (the  skeleton,  muscles,  |oints  and  skln)-the  NIAMS  ranks  only  10th  In  size 
among  the  12  "traditional"  NIH  research  institutes.   Only  the  Institute  for  Dental  Research,  and  the 
Institute  for  Deafness  and  Communication  Disorders  (created  In  1989)  receive  less  funding.   Other 
small  institutes,  such  as  the  National  Eye  Institute,  have  larger  budgets,  although  none  has  an  area 
of  jurisdiction  as  broad  as  the  NIAMS.   Through  its  existence,  the  NIAMS  has  also  failed  to 
experience  the  amount  of  growth  that  other  institutes  have  achieved.   The  September,  1992  issue  of 
the  journal,  Nature,  compared  growth  rates  among  NIH  institutes.   The  rate  of  growth  for  the  NIAMS 
was  far  lower  than  the  steep  increases  in  growth  most  other  institutes  experienced. 

For  fiscal  year  1991,  Congress  provided  a  special  increase  to  the  NIAMS,  thereby  improving  the 
institute's  funding  "base."   However,  the  fiscal  year  1992  appropriation,  which  provided  support  for 
only  17.5%  of  approved  grants,  failed  to  meet  expectations  or  needs.  For  fiscal  year  1993,  Congress 
provided  an  appropriation  lower  than  the  President's  proposal  for  NIAMS,  and  for  all  of  NIH,  for  the 
first  time  in  the  history  of  the  modern  federal  budget/appropriations  process.   This  funding  shortfall  is 
predicted  to  have  a  particularly  devastating  impact  on  the  NIAMS:   The  institute  estimates  that  only 
17.6%  of  approved  research  grants  will  be  funded,  compared  to  most  other  institutes  which  are 
predicted  to  be  able  to  fund  between  23  and  26%  of  their  grants.  We  advocate  Increasing  the  level 
of  funding  for  NIAMS  by  approximately  $50  million  In  fiscal  year  1 994.   This  recommendation 
does  not  represent  the  level  of  funds  needed  to  support  the  optimal  amount  of  research  under 
NIAMS's  purview,  but  instead  reflects  our  desire  to  take  a  small  step  (during  times  of  fiscal 
constraint)  toward  an  ultimate  long-term  goal  to  increase  more  substantially  the  NIAMS'  budget, 
consistent  with  actual  research  needs. 

III.  The  Availability  of  Research  Opportunities 

Numerous  promising  research  opportunities  exist  within  the  province  of  the  NIAMS.   These 
opportunities  will  contribute  significantly  to  improving  the  quality  of  life  for  people  with  these 
diseases,  reducing  health  care  costs,  and  stimulating  our  economy.   Leaders  in  the  arthritis  research 
community  have  developed  a  compilation  of  the  most  important  "clinical  applications  of  basic 
research*  in  an  attempt  to  elucidate  the  connection  and  interrelation  between  basic  research  and 
clinical  applications.  The  following  are  a  few  examples  of  basic  research  activities  within  the  purview 
of  the  NIAMS  that  will  have  major  clinical  applications. 

One  area  of  particular  interest  is  research  on  early  and  aggressive  therapies  for  rheumatoid  arthritis: 
Use  of  combinations  of  multiple  drugs  has  been  shown  to  be  a  powerful  way  to  treat  certain 
diseases  (such  as  acute  lymphoma  and  Hodgkin's  disease),  and  the  early  and  aggressive  use  of 
combinations  of  drugs  should  be  evaluated  for  treating  rheumatoid  arthritis,  which  is  the  most 
common  form  of  inflammatory  joint  disease.   Combinations  of  drugs  used  together  should  be 
investigated  as  treatments  for  selected  patients  with  early  forms  of  the  disease,  in  hopes  of  "turning 
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off"  the  disease  process  before  if  becomes  established  in  the  body.  The  ACR  believes,  along  with  the 
NIAMS,  that  clinical  research  is  needed  to  assess  the  efficacy  of  such  a  program  of  aggressive 
therapy  as  compared  to  the  traditional  stepped  ("pyramid")  approach  In  treating  rheumatoid  arthritis. 
Treatment  starting  with  aspirin  and  non-steroidal  anti-inflammatory  drugs  has  been  the  traditional 
approach  for  management  of  rheumatoid  arthritis  for  many  years.    However,  because  of  the 
significant  morbidity  and  mortality  associated  with  rheumatoid  arthritis,  earlier  introduction  of  "second- 
line"  disease  modifying  antirheumatic  drugs  may  be  preferred,  in  order  to  prevent  disease 
progression  and  disability.   Because  rheumatoid  arthritis  affects  over  2  million  people  in  the  U.S., 
(primarily  women  in  the  age  range  of  40  to  60  years)  cost  savings  resulting  from  better  disease 
management  (Including  reduced  need  for  custodial  care,  fewer  disability  claims,  decreased  disability- 
related  job  displacement)  could  be  significant. 

Other  research  applications  that  are  especially  current  exist  in  the  area  of  cellular  and  molecular 
biology:   Cytokines  are  substances  that  relay  messages  among  the  cells  of  the  immune  system. 
Recent  discoveries  have  identified  many  of  these  molecules  and  other  naturally  occurring  molecules 
known  as  cytokine  inhibitors,  which  block  the  transfer  of  messages.   Studies  in  animals  indicate  that 
the  cytokine  Inhibitors  can  be  used  as  powerful  anti-inflammatory  agents  with  the  potential  to  benefit 
patients  with  rheumatoid  arthritis  and  other  connective  tissue  diseases.     Studies  are  needed  to 
examine  the  usefulness  of  cytokine  blockers  as  therapeutic  agents.   Recent  basic  research  in 
structural  biology  has  defined  key  molecules,  known  as  the  major  histocompatibility  (MHC) 
molecules.   These  molecules  are  critical  to  the  initiation  of  a  normal  Immune  response,  as  well  as  an 
abnormal  autoimmune  response,  in  which  the  body  reacts  against  its  own  tissue.   The  new 
understanding  of  the  shape,  size,  and  function  of  these  molecules  has  opened  up  the  possibility  that 
small  substances  can  be  used  to  block  the  initiation  of  the  autoimmune  response  which  occurs  in 
rheumatoid  arthritis,  Reiter's  syndrome,  systemic  lupus,  and  other  connective  tissue  diseases. 

IV.   Conclusion 

No  discussion  of  American  health  research  and  health  care  needs  would  be  complete  without 
focusing  attention  on  the  health  care  reform  debate,  and  specifically,  the  issue  of  cost  containment. 
The  importance  of  arthritis  research  funding  as  It  relates  to  savings  In  national  health  care  costs 
should  not  be  overlooked.   Increasing  funding  for  the  NIAMS  can  serve  as  a  means  to  contribute  to 
reducing  the  high  economic  costs  associated  with  the  occurrence  of  arthritis  and  other  rheumatic 
diseases.   Given  the  long-term  cost  savings  to  society  which  can  be  achieved  if  this  plan  is  followed, 
the  ACR  believes  that  continuing  the  past  pattern  of  appropriating  too  few  dollars  for  arthritis 
research  would  be  a  "penny-wise  but  pound  foolish"  strategy  for  the  Congress  to  take. 

While  arthritis  and  related  diseases  cost  our  nation  more  than  $35  billion  each  year,  we  do  have  the 
potential  to  reduce  the  costs  through  research.   The  costs-savings  that  have  been  made  possible 
through  improved  therapy  for  kidney  disease  resulting  from  lupus  and  from  bone  density  screening 
and  hormone  replacement  therapy  in  women  at  risk  for  osteoporosis  are  only  two  examples.   So  long 
as  our  federal  commitment  is  maintained  and  strengthened,  biomedical  research  will  continue  to  yield 
improvements  in  treatment  for  patients  and  better  management  strategies.   As  such  advances  are 
made,  costs  of  insurance  and  other  costs  borne  by  the  government  -  including  costs  associated 
with  long-term  care  and  worker's  compensation  -  will  significantly  decline.   Only  the  "up-front" 
investment  in  research  is  needed  to  achieve  a  workable  costs-savings  plan.   Moreover,  if  our  federal 
investment  in  arthritis  research  is  increased,  Members  of  Congress  can  feel  confident  that  every 
dollar  appropriated  will  increasingly  finance  preventive  care,  and  will  decreasingly  have  to  go  toward 
the  support  ot  "sick  care."  This  will  be  critical  as  our  nation  grapples  with  the  need  to  expand  access 
to  health  care  and  to  contain  costs. 


STATEMENT  OF  THE  AMERICAN  DENTAL  ASSOCIATION 

The  American  Dental  Association,  which  represents  150,000 
members,  is  pleased  to  be  able  to  offer  a  statement  before  this 
Committee  in  support  of  dental  research,  education  and  disease 
prevention  which  are  under  your  jurisdiction. 

The  Association  would  like  to  take  this  opportunity  to  thank  the 
Chairman  and  Members  of  the  Subcommittee  for  their  support  of 
report  language  in  last  year's  appropriations'  bill  which 
directed  the  Occupational  Safety  and  Health  Administration  to 
reexamine  the  bloodborne  pathogen  standard  as  it  applies  to  the 
practice  of  dentistry.   The  Association  believes  the  agency  will 
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honor  both  the  spirit  and  letter  of  this  directive  and  meet  with 
representatives  of  the  ADA,  as  well  as  other  appropriate 
organizations. 

As  the  nation's  preeminent  dental  research  center,  the  National 
Institute  of  Dental  Research  (NIDR)  has  made  great  strides  in 
uncovering  the  causes  of  dental  disorders  and  in  developing 
effective  treatment  for  dental  caries,  periodontal  diseases,  oral 
soft  tissue  diseases,  oral  manifestations  of  AIDS  and  oral 
cancer. 

The  institute  is  also  actively  engaged  in  seeking  better 
treatment  modalities  of  congenital  anomalies  such  as  cleft  lip 
and  palate,  malocclusion  of  the  teeth  and  jaws,  disfigurements 
that  occur  through  accidents,  and  acute  and  chronic  orafacial 
pain. 

In  addition,  the  Association  is  concerned  about  the  rising 
incidence  of  tuberculosis  (TB)  in  this  country  and  believes  the 
NIDR  can  help  with  the  diagnosis,  treatment  and  delivery  of  care 
to  patients  with  this  disease. 

NIDR  proposed  research  would  evaluate  the  potential  use  of  saliva 
to  measure  circulating  levels  of  antitubercular  drugs. 
Experience  gained  in  behavioral  research  can  be  applied  to 
tuberculosis  to  lower  the  risk  factors  for  infection,  improve 
patient  compliance  with  treatment  regimens,  improve  health  care 
providers'  willingness  to  treat  TB  or  HIV-TB  infected  patients, 
and  enhance  provider's  infection  control  practices  to  provide  a 
safe  environment  in  which  to  deliver  and  receive  oral  health 
care. 

In  January,  1993,  the  Public  Health  Service  Committee  to 
Coordinate  Environmental  Health  and  Related  Programs  (C-CERP) 
published  its  report  on  the  benefits  and  risks  of  dental 
amalgams.   The  Committee's  report  concludes  that  there  is  no 
indication  that  amalgams  pose  a  risk  to  the  public  except  in  the 
rare  cases  of  individuals  allergic  to  mercury.   However,  the 
report  did  call  for  more  research  on  amalgams  and  other  currently 
used  restorative  materials. 

In  response  to  the  report,  NIDR  has  developed  a  research  agenda 
which  will  assess  the  safety  and  efficacy  of  existing  materials, 
and  develop  improved,  economical,  and  biocompatible  restoratives. 
The  estimated  cost  of  this  research  program  for  fiscal  1994  is 
$20.65  million.   Because  C-CERP  did  not  release  its  report  until 
January,  NIDR  was  unable  to  include  this  research  in  its  budget 
request. 

To  support  NIDR  in  its  ongoing  research  initiatives  and  to  expand 
research  concerning  adequate  diagnosis,  treatment  and  delivery  of 
care  to  patients  with  tuberculosis,  the  Association  recommends 
the  NIDR  be  appropriated  $197  million  for  FY  1994.   In  addition, 
the  ADA  believes  a  supplemental  amount  of  $20.65  million  will  be 
necessary  to  fund  the  research  necessary  to  fulfill  the  C-CERP 
report  mandate. 

General  dentistry  residencies  provide  dentists  with  the  skills 
and  clinical  experience  to  treat  patients  in  need  of  specialized 
or  complex  care,  such  as  the  frail  elderly  and  the  handicapped. 
The  training  that  dentists  receive  in  this  program  makes  them 
especially  valuable  in  rural  and  underserved  urban  areas.   The 
Association  was  disturbed  to  note  that  the  Administration  has 
proposed  reducing  this  program  by  $1,247,000  for  FY  1994.   Such  a 
reduction  will  mean  that  50  fewer  dentists  will  be  able  to 
participate  in  the  program.   It  will  also  be  the  fifth 
consecutive  year  that  this  program  has  been  scaled  back.   The 


592 


Association  recommends  that  $6  million  be  appropriated  for  the 
General  Dentistry  Residencies  program  for  fiscal  year  1994. 

Geriatric  Education  Centers  (GECs)  provide  short-term  faculty 
training,  curriculum  and  other  educational  resource  development, 
technical  assistance  and  outreach  for  the  elderly.   The  Geriatric 
Training  Programs  provide  postdoctoral  fellowships  for  medical 
and  dental  faculty,  who  return  to  their  home  institutions  to 
direct  research  addressing  the  health  care  problems  of  the  aged. 
The  ADA  requests  a  total  appropriations  of  $17  million  to  fund 
both  of  these  endeavors. 

The  Association  also  requests  a  funding  level  of  $7  million  for 
the  HIV/AIDS  Dental  Reimbursement  program,  necessary  to  reimburse 
dental  schools  for  the  extra  expenses  incurred  in  the  treatment 
of  HIV-infected  patients. 

Adequate  funding  for  programs  assisting  low-income  families  and 
minority  students  is  necessary  as  current  dental  education  costs, 
often  exceeding  $60,000  for  a  four-year  period,  are  becoming 
prohibitive.   The  Association  believes  the  funding  levels 
recommended  below  are  necessary  to  ensure  diversity  in  the 
student  population. 

Continued  support  for  the  Disadvantaged  Assistance  authority  at  a 
funding  level  of  $31.25  million  is  recommended  to  help  recruit 
African-American  and  Hispanic  students  and  to  provide  grants  to 
students  in  extreme  financial  need.   Finally,  the  Exceptional 
Financial  Need  (EFN)  scholarship  program,  which  provides  further 
assistance  to  minority  students  from  low-income  families,  should 
be  appropriated  $11  million  for  FY  1994. 

The  Division  of  Oral  Health  was  established  in  1991  as  a  separate 
entity  within  the  National  Center  for  Prevention  Services  at  the 
Centers  for  Disease  Control  because  of  the  prominent  role  that 
dentistry  plays  in  prevention  activities. 

The  Division  of  Oral  Health's  duties  include  working  to  eradicate 
oral  cancer  which  kills  more  that  9,000  Americans  each 
year... more  than  those  who  die  from  cervical  cancer.   The 
Division  also  works  with  the  public  and  private  dental 
communities  to  analyze  data,  conduct  research  and  educate 
citizens  about  the  transmission  of  infectious  diseases  in  the 
health  care  setting. 

In  addition,  the  Division  continues  to  carry  out  more  traditional 
dental  programs  that  aim  to  eliminate  tooth  decay  among  high-risk 
populations.   Such  programs  concentrate  on  preventing  baby  bottle 
tooth  decay,  increasing  the  use  of  sealants  and  fluoridating 
community  water  supplies.   When  used  in  combination,  these 
programs  can  virtually  eliminate  tooth  decay. 

In  response  to  the  rising  incidence  of  TB,  the  Division  plans  to 
develop  infection  control  procedures  and  techniques  for  the 
dental  office.   In  the  past,  the  Association  has  worked  closely 
with  the  Division  as  it  developed  guidelines  for  infection 
control  in  the  dental  operatory  for  other  contagious  diseases. 
The  ADA  will  continue  to  work  with  the  Division  as  it  expands  its 
scope  to  include  controlling  the  spread  of  TB. 

To  effectively  meet  all  of  the  needs  identified  above,  the 
Association  strongly  recommends  that  the  Committee  establish  the 
Division  of  Oral  Health  as  a  separate  line  item  and  fund  it  at 
$4.2  million  for  FY  1994. 

Since  its  establishment  in  1989,  the  Agency  for  Health  Care 
Policy  and  Research  has  initiated  several  research  projects  of 


593 


great  value  to  dentistry.   Such  research  helps  the  dental 
profession  to  improve  access  to  dental  care  and  better  understand 
how  organization  of  care,  financing,  patient  behavior  and 
expectations,  and  other  social  and  environmental  factors  impact 
on  the  cost,  quality  and  effectiveness  of  dental  treatments. 
Increased  funding  of  AHCPR  activities  is  necessary  if  "managed 
competition"  is  to  be  a  viable  cost  containment  component  of  any 
health  care  reform  law. 

The  Association  believes  that  a  minimum  funding  level  of  $150 
million  is  necessary,  as  there  is  a  backlog  of  high  quality 
research  proposals  that  have  already  been  reviewed  and  await 
funding. 


STATEMENT  OF  THE  AMERICAN  DIABETES  ASSOCIATION 

The  American  Diabetes  Association  is  the  nation's  largest  voluntary  health  agency  serving  the  health  care  and 
medical  research  interests  of  Americans  with  diabetes  and  their  families.   The  association  is  comprised  of  54 
state  affiliate  associations,  800  local  chapters,  and  almost  300,000  lay  and  professional  members.    The 
Association  appreciates  the  opportunity  to  submit  testimony  to  the  Subcommittee. 

Diabetes  is  one  of  the  most  prevalent  chronic  diseases  among  Americans,  and  it  has  no  cure.    More  than  13 
million  Americans  have  diabetes,  but  as  many  as  half  will  not  know  it  until  confronted  with  one  of  its  serious 
complications:    blindness,  heart  disease,  kidney  failure,  stroke,  and  lower  extremity  amputations.    This  year 
more  than  260,000  Americans  will  be  diagnosed  with  diabetes,  and  160,000  will  die  from  this  disease. 
Moreover,  diabetes  disproportionately  affects  minorities  and  the  elderly,  populations  often  lacking  access  to 
health  care  services.    While  the  statistics  point  to  the  toll  diabetes  takes  in  lives  and  quality  of  life,  they  also 
point  to  the  financial  burden  diabetes  places  on  our  society.    Diabetes  costs  this  nation  more  than  $90  billion  in 
health  care  costs  and  lost  productivity  annually. 

RESEARCH 

Historically,  the  United  Slates  has  been  the  leader  in  biomedical  research  due  to  the  strong  commitment  between 
government  and  the  private  sector.    The  logic  behind  a  commitment  to  increased  support  of  biomedical  research 
is  well-founded.    There  are  few  federal  investments  that  can  return  so  much  in  dividends.    Witness  the  panoply 
of  life-saving  advances  of  modern  medicine.    For  every  $1  we  spend  on  biomedical  research,  it  is  estimated  that 
we  save  $13  in  reduced  health  care  costs.    This  nation  cannot  afford  to  be  complacent  when  there  is  so  much 
potential  to  prevent  and  treat  diabetes  and  save  health  care  dollars. 

Scientific  progress  in  biomedical  research  has  never  been  so  impressive  and  compelling.    Earlier  this  month,  the 
National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK)  reported  the  results  of  the  Diabetes 
Control  and  Complications  Trial  (DCCT),  a  landmark  multicentcr  trial  designed  to  determine  whether  control  of 
blood  glucose  levels  would  slow  or  prevent  complications  from  diabetes.    The  trial  monitored  more  than  1400 
people  with  insulin-dependent  diabetes  over  a  nine  year  period  at  29  medical  centers  in  the  U.S.  and  Canada. 
The  DCCT  found  that  patients  in  (he  "tight  diabetes  control"  group  had  a  60  percent  reduction  in  their  risk  for 
the  development  and  progression  of  diabetes  complications  of  the  eye,  kidneys  and  nervous  system.    The  study 
answers  a  fundamental  question  about  diabetes:    that  it  is  the  high  blood  glucose  levels,  not  another  unknown 
factor  of  the  disease,  that  causes  complications.   This  finding  compares  with  the  discovery  of  insulin  in  its 
impact  on  the  treatment  of  diabetes.    As  the  results  of  this  research  are  put  into  practice,  the  health  of  people 
with  diabetes  will  dramatically  improve,  and  over  the  long  run  our  nation's  health  care  budget  will  benefit. 
This  study  is  an  ideal  example  of  the  value  of  federally  funded  research.    Members  of  the  Subcommittee  should 
take  pride  that  the  appropriations  allocated  to  NIDDK  for  the  DCCT  were  well  spent. 

The  DCCT  can  be  counted  as  one  of  NIDDK's  major  achievements,  however  many  other  equally  important 
research  opportunities  are  being  missed  due  to  funding  limitations  at  the  National  Institutes  of  Health  (N1H). 
Currently,  hundreds  of  meritorious  research  proposals  cannot  be  funded.    In  1992,  NIDDK  funded  628  new  and 
competing  grants,  but  in  1993  that  number  will  drop  to  443.    Moreover,  NIDDK  is  awarding  grants  up  to  the 
15th  percentile,  down  from  the  thirtieth  percentile  just  a  few  years  ago.    Furthermore,  grant  awards  are  being 
decreased  by  an  average  of  up  to  30  percent  below  study  section  recommendations,  providing  insufficient  funds 
to  properly  pursue  promising  research  and  discouraging  young  scientists  from  entering  or  continuing  medical 
research  careers.    Diabetes  deserves  every  bit  the  funding  priority  afforded  in  recent  years  to  diseases  of 
comparable  mortality,  morbidity,  and  cost  -  heart  disease,  cancer,  and  AIDS. 

Given  the  facts  above,  the  Administration  budget  for  fiscal  year  1994  for  the  National  Institutes  of  Health  is 
extremely  disappointing.    For  the  first  time  in  a  generation,  a  president  has  called  for  funding  cuts  at  nine  of  the 
19  research  institutes  of  the  National  Institutes  of  Health  (NIH)  including  a  .8  percent  decrease  in  funding  for 
(he  National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  (NIDDK),  the  institution  that  funds  the 
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bulk  of  our  nation's  diabetes  research.    This  news  is  especially  disturbing  coming  from  a  President  who  is  so 
committed  to  improving  health  care  and  investing  in  the  nation's  future.    Funding  for  biomedical  research 
achieves  both  of  these  important  goals. 

On  the  surface  it  appears  that  NIH  would  receive  a  3  percent  increase  over  FY  1993  levels.    However,  after 
subtracting  increases  targeted  to  research  on  AIDS  and  breast  cancer,  the  overall  increase  drops  to  1  percent. 
Such  a  meager  increase  does  not  even  keep  pace  with  the  biomedical  inflation  rate  of  5.2  percent.    Thus,  not 
only  will  NIDDK  not  be  able  to  fund  any  new  grants,  the  institute  will  have  to  reduce  the  number  of  grants  it  is 
currently  funding  under  the  Administration's  proposal.    For  people  with  diabetes  whose  hope  for  their  own 
health  and  that  of  their  families  lies  in  medical  research,  such  a  cutback  would  be  a  severe  blow. 

The  American  Diabetes  Association  recognizes  that  the  federal  government  cannot  bear  sole  responsibility  for 
our  nation's  biomedical  research.    As  part  of  its  mission  to  prevent  and  cure  diabetes  and  improve  the  lives  of 
all  people  affected  by  diabetes,  the  association  makes  a  significant  contribution  to  diabetes  research  efforts.    In 
1992,  the  association  provided  more  than  $8  million  in  funding  for  diabetes  research  projects  nationwide  and 
plans  to  increase  this  figure  in  1993.    In  addition,  the  association  recently  joined  NIDDK  in  a  public-private 
partnership  aimed  at  identifying  the  genes  which  cause  type  II  diabetes.    The  association  and  NIDDK  will  co- 
fund  approximately  12  NIH-approved  grants  for  up  to  five  years  at  an  estimated  total  cost  of  $2.4  million  in  the 
first  year. 

While  the  American  Diabetes  Association  is  increasing  its  contributions,  the  federal  government  is  not  following 
suit.    In  1993,  the  NIDDK  received  an  appropriation  of  $683  million,  a  three  percent  increase  over  the  1992 
level.    However,  given  a  biomedical  research  inflation  rale  of  5.2  percent,  the  institute  actually  lost  funds  in 
constant  dollars  in  the  last  appropriations  cycle. 

The  American  Diabetes  Association  recommends  an  FY  1994  appropriation  of  $835  million  for  the  NIDDK 
which  will  allow  researchers  lo  explore  a  substantial  portion  of  promising  new  and  ongoing  research 
opportunities.    The  American  Diabetes  Association  also  calls  on  Congress  to  appropriate,  at  a  minimum, 
$11.6  billion  for  NIH  in  FY  1994,  a  12  percent  increase  over  the  current  year. 

PREVENTION 

A  key  factor  in  avoiding  the  complications  of  diabetes  is  prevention.  Study  after  study  shows  that  low-cost 
screening  exams  and  services  can  detect  complications  early  and  prevent  health-threatening  complications  of 
diabetes.    Such  efforts  save  lives  and  health  care  dollars  as  well  as  the  productivity  of  a  person  with  diabetes. 

■  Diabetes  is  the  leading  cause  of  blindness  in  working-age  Americans.    Research  has  shown  that 
appropriate  eye  care  to  detect  and  treat  diabetes-related  eye  disease  can  save  more  than  $167  million 
annually  in  disability  benefits  for  blindness. 

■  Diabetes  is  the  leading  cause  of  non-traumatic  lower  limb  amputations  in  the  United  Slates    -  causing 
54,000  leg,  foot,  and  loe  amputations  each  year.    More  than  half  of  these  amputations  could  be 
prevented  at  a  savings  of  over  $600  million  in  hospitalization  costs  alone. 

■  Studies  have  demonstrated  that  strict  blood  glucose  control  in  women  with  diabetes  prior  to  and  during 
pregnancy  can  reduce  the  risk  of  birth  defects  to  the  normal  level  expected  among  women  without 
diabetes,  saving  $5  for  every  $1  invested  in  providing  such  care. 

■  Diabetes  is  the  single  leading  cause  of  kidney  failure,  known  as  end  stage  renal  disease  (FSRD).    It  is 
estimated  thai  Ihe  Medicare  program  spends  $14  billion  annually  on  ESRD  treatment;  more  than  a  third 
of  this  is  attributed  to  people  wilh  diabetes.    Prevention  efforts  lo  reduce  kidney  disease  in  people  with 
diabetes  will  reduce  the  financial  burden  of  the  Medicare  program. 

In  1988,  Congress  assigned  the  Centers  for  Disease  Control  and  Prevention  (CDC)  responsibility  for  leading 
and  coordinating  the  national  effort  lo  translate  Ihe  promising  findings  of  diabetes  research  into  widespread 
clinical  and  public  health  practice.    To  achieve  this  goal,  CDC  has  provided  resources  for  diabetes  control 
programs  (DCPs)  in  a  limited  number  of  states,  making  impressive  progress  in  assisting  those  stale  programs  in 
reducing  the  incidence  of  diabetes  and  its  complications  among  populations  thai  are  disproportionately  affected 
by  diabetes. 

In  a  recent  study  by  the  American  Diabetes  Association  in  which  all  states  were  ranked  in  terms  of  access  lo 
diabetes  resources,  the  preponderance  of  stales  ranked  in  the  lop  third  were  those  wilh  CDC  state-based 
programs     By  delivering  heller  treatment  and  communily  based  interventions  lo  people  wilh  diabetes,  CDC's 
diabetes  program  is  a  cost  effective  investment  in  the  public  health. 

The  benefits  of  the  state  control  programs  may  be  best  appreciated  through  actual  descriptions  of  their  work. 
Below  are  some  examples  of  what  state  programs  are  doing: 
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■  The  Illinois  DCP  works  with  (he  Chicago  Department  of  Health  and  the  Chicago  affiliate  of  the 
American  Diabetes  Association  to  ensure  the  provision  of  eye  examinations,  blood  pressure  control,  and 
diabetes  care  and  education  to  more  than  3000  predominantly  African  American  and  Hispanic  inner  city 
Chicago  residents  annually. 

■  The  Texas  DCP  ensures  that  more  than  3000  inner  city  African  American  and  Hispanic  residents  of 
Houston  receive  eye  examinations,  blood  pressure  control,  diabetes  education,  and  prenatal  care  to 
improve  health  outcomes. 

■  The  Maine  DCP  focuses  on  prevention  of  infant  deaths  and  birth  defects  related  to  diabetes,  and  has 
demonstrated  considerable  success  in  reducing  poor  outcomes  of  pregnancy. 

■  The  Georgia  DCP  has  involved  African  American  community  leaders  in  carrying  out  a  "Healthy  Feel" 
program  using  trained  volunteers  to  provide  foot  care  to  elderly  clients  with  diabetes  in  inner  city 
housing  projects  to  prevent  lower  extremity  disease  and  amputations. 

Amazingly,  CDC  has  been  able  to  do  all  of  this  without  an  increase  in  funding  for  state  control  programs  since 
1985.    Unfortunately,  the  current  budget  of  $9.5  million  prevents  CDC  from  assisting  all  states  with  diabetes 
control.    Currently,  only  26  states  and  one  territory  have  CDC-funded  programs.    Moreover,  the  average  grant 
size  of  $175,000  seriously  constrains  stales'  efforts  to  effectively  serve  more  than  a  few  localities. 

The  Administration  FY  94  budget  calls  for  level  funding  of  CDC's  diabetes  program  again,  for  the  ninth  year  in 
a  row.    If  we  continue  to  put  off  critical  prevention  efforts  now,  the  government  will  only  pay  more  in  the  long 
run  for  the  health  care  costs  of  diabetes  complications. 

To  expand  efforts  to  every  state  and  territory  and  to  augment  current  state  programs,  the  American 
Diabetes  Association  urges  you  to  provide  a  $60  million  increase  to  the  CDC  Division  of  Diabetes 
Translation. 

The  American  Diabetes  Association  appreciates  the  opportunity  to  present  testimony  to  the  subcommittee.    We 
owe  much  of  this  country's  progress  in  diabetes  research  and  treatment  to  this  subcommittee  which  has 
recognized  the  benefits,  in  human  and  economic  terms,  of  a  strong  federal  investment  in  diabetes  research  and 
prevention  programs.    The  association  recognizes  the  tight  budget  constraints  that  the  subcommittee  is  working 
under  and  is  sympathetic  to  the  need  to  reduce  the  federal  deficit.    Yet  investments  in  research  and  prevention 
have  big  payoffs  down  ihe  road.    We  urge  you  lo  make  this  investment  in  the  health  of  our  nation  by  increasing 
appropriations  to  the  National  Institutes  of  Health,  and  specifically  the  National  Institute  for  Diabetes  and 
Digestive  and  Kidney  Diseases,  and  the  Centers  for  Disease  Control  Division  of  Diabetes  Translation. 


STATEMENT  OF  THE  AMERICAN  FOUNDATION  FOR  THE  BLIND 
Introduction 

The  mission  of  the  American  Foundation  for  the  Blind  is  to  enable  persons  who  are  blind  or  visually 
impaired  lo  achieve  equality  of  access  and  opportunity  that  will  ensure  freedom  of  choice  in  their  lives.  AFB 
accomplishes  this  mission  by  taking  a  national  leadership  role  in  the  development  and  implementation  of 
public  policy  and  legislation,  informational  and  educational  programs,  diversified  products,  and  quality 
services. 

We  appreciate  the  opportunity  to  submit  our  recommendations  for  FT  1994  to  the  Subcommittee 
on  Labor,  Health  and  Human  Services,  Education  and  Related  Agencies.  Additional  information  lo 
substantiate  the  rationale  for  each  funding  recommendation  will  be  furnished  to  Ihe  Subcommitlec  upon 
request.  Please  note  that  the  recommendations  contained  herein  do  not  refect  adjustments  for  inflation. 
Therefore,  if  our  recommended  amount  for  each  program  or  activity  cannot  be  appropriated,  we  urge  the 
Subcommittee  to  increase  the  appropriation  by  at  least  a  factor  for  inflation. 

Individuals  with  Disabilities  Education  Act:  Special  Education  Personnel  Development  (Part  D) 

FY  1994  Authorization:  $123.76  million;  $25.62  million  HBCUs;  President's  FY  1994  Request:  $90.12  million 

AFB  recommends  $123.76  million  and  $25.62  million  for  HBCUs  for  FY  1994.  We  are  seriously  concerned 
about  the  shortage  of  teachers  who  are  trained  to  deal  with  the  unique  needs  of  blind  and  visually-impaired 
children.  Congress  needs  lo  fund  these  programs  at  the  recommended  level  to  insure  an  adequate  supply  of 
qualified  personnel  who  can  instruct  blind  children  in  such  skills  as  orientation  and  mobility  and  the  use  of 
braille.  Also,  an  appropriation  to  (he  full  authorization  level  for  grants  to  Historically  Black  Colleges  and 
Universities  can  significantly  assist  in  achieving  critically  needed  improvement  in  training  persons  lo  serve 
those  needs  in  their  communities. 
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Individuals  with  Disabilities  Education  Acl:  Centers  snd  Services  Tor  DcaMtlind  Children  (Sec.  622) 
FY  1994  Authorization:  $29.2  million  ;  President's  FY  1994  Request:  $12.83  million 

AFB  Recommends  $14.55  million  for  FY  1994.  This  recommendation  allows  a  modest  increase  for  the  Office 
of  Special  Education  Programs  to  fund  authorized  projects.  The  currently  identified  population  of  8,000 
children  is  four  limes  the  population  identified  ten  years  ago.  Inclusion  of  such  a  low-incidence  population 
in  regular  classrooms  means  that  Sec.  622  coordinators  must  provide  technical  assistance  in  very  wide 
geographic  areas.  An  increasing  number  of  special  educators  and  general  educators  need  basic  training  in  the 
instruction  of  children  who  are  deaf-blind. 

Individuals  with  Disabilities  Education  Act:  Media  and  Captioned  Films  (Sec.  653) 
FY  1994  Authorization:  $26.6  million;  President's  FY  1994  Request:  $1.89  million 

AFB  Recommends  $24.2  million  for  FY  1994.  Two  programs  under  Section  653  of  IDEA  are  of  particular 
interest  to  AFB. 

Our  recommendation  contemplates  continued  level  funding  for  video  description  services  at 
$1,000,000  for  FY  1994.  Video  description  provides  blind  persons  with  narration  of  visual  elements  of 
television,  cinema,  and  the  performing  arts.  Such  information  is  valuable  to  blind  or  visually  impaired  persons 
not  only  because  of  its  cultural  and  artistic  significance,  but  also  as  an  important  method  of  learning  the 
meaning  of  body  language  and  other  nonverbal  communication. 

Also  in  this  account,  we  recommend  inclusion  of  a  $500,000  increase  over  FY  1993  funding  for 
Recording  for  the  Blind  (RFB).  RFB  is  the  only  national  source  of  recorded  educational  textbooks  for  blind 
or  visually  impaired  students  at  all  levels.  Increased  funding  will  allow  RFB  to  assist  in  compliance  with  the 
spirit  and  philosophy  of  the  Americans  with  Disabilities  Act  and  will  allow  production  of  more  vocational 
education  and  adult  education  books.  It  will  also  allow  new  programs  like  electronic  text,  expanding  the  more 
highly  technical  science  program,  and  help  in  the  production  of  employment-related  material. 

Slate  Operated  Programs  (P.I,.  89-313):  Recodified  ns  Chapter  1-Flnancial  Assistance  to  Meet  Special 
Educational  Needs  or  Disadvantaged  Children,  'I  he  Education  Consolidation  and  Improvement  Act  of  1981 

FY  1994  Authorization:  formula;  President's  FY  1994  Request:  $113.76  million 

AFB  Recommends  $170.0  million  for  FT  1994.  AFB  believes  that  state-operated  and  slate-supported  schools 
for  blind  children  are  an  important  part  of  the  continuum  of  placement  options  for  blind  and  visually- 
impaired  children,  especially  those  who  have  multiple  disabilities.  P.L.  89-313  funding  is  also  used  to  provide 
technology  (such  as  talking  computer  equipment)  to  children  who  transition  from  stale-supported  schools  to 
the  regular  public  school  classroom.  The  recommendation  in  the  President's  FY  1994  budget  to  phase  this 
program  out  over  the  next  several  years  and  to  fold  P.L.  89-313  funding  into  Part  B  funding  through  a  mulii- 
ycar  transfer  of  funds  should  be  rejected  pending  policy  review. 

Rehabilitation  Services:  Independent  Living  Services  for  Older  Blind  Individuals  -  Title  VII,  Chnpter  2 

FY  1994  Authorization:  such  sums;  President's  FY  1994  Request:  $  6.94  million 

AFB  Recommends  $26.0  million  for  FY  1994.  We  recommend  that  the  Gingrcss  appropriate  not  less  than 
$26  million  in  FY  1994  to  fully  fund  the  formula  grant  program  for  Independent  Living  Services  for  Older 
Persons  Who  Arc  Blind.  An  appropriation  of  $13  million  will  serve  to  Iriggcr  the  program  lo  a  formula  grant 
for  all  stales  and  territories. 

'Die  demographics  of  aging  and  vision  loss  arc  staggering.  With  the  public  cost  of  a  nursing  home 
placement  now  averaging  about  $30,000  per  year,  it  is  clear  thai  more  appropriate  and  less  expensive 
alternatives  must  be  found.  Many  of  these  institutional  placements  could  l>e  avoided  if  older  individuals  with 
severe  vision  impairment  received  the  kinds  of  specialized  training  in  adaptive  daily  living  skills  which  can  be 
provided  under  Title  II,  Chapter  2  programs.  These  services  can  be  provided  at  an  annual  cost  of  about  $500 
per  person. 

Rehabilitation  Services:  Rehabilitation  Training  (Sec.  302) 

FY  1994  Authorization;  such  sums;  President's  FY  1994  Request:  $39.63  million 

AFB  Recommends  $50.0  million  for  FY  1994.  Long  term  grants  under  the  Rehabilitation  Act  provide  the 
only  source  of  federal  training  funds  for  college  based  programs  to  Irain  orientation  and  mobility  instructors 
and  rehabilitation  teachers  for  the  blind.  These  grants  arc  an  important  component  in  support  for  training 
rehabilitation  counselors.  The  Rehabilitation  Services  Administration  recently  completed  its  National  Training 
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Needs  Analysis  and  Summary  for  1990  which  identified  rehabilitation  of  the  blind  as  a  critically  high  priority, 
due  to  a  substantial  number  of  eligible  VR  clients  who  have  gone  unserved.  There  is  a  critical  shortage  of 
trained  orientation  and  mobility  specialists  and  rehabilitation  teachers. 

Rehabilitation  Services:  Braille  Training  Projects  (Section  803,  Tart  B) 

FY  1994  Authorization:  such  sums;  President's  FY  1994  Request:  -0- 

AFB  Recommendation  $10.0  million  for  FY  1994.  In  establishing  the  1992  amendments  to  the  Rehabilitation 
Act,  Congress  found  that  "increased  employment  of  individuals  with  disabilities  can  be  achieved  through  the 
provision  of  individualized  training  ....  and  the  provision  of  reasonable  accommodation."  The  Braille 
Training  projects  can  assist  in  reaching  these  goals  by  supporting  the  development  of  materials,  in-service 
training,  and  pre-service  training  in  the  use  of  braille  to  youths  and  adults  who  arc  blind.  Funding  for  Section 
803(b)  would  provide  support  for  stales  and  public  or  nonprofit  agencies  and  organizations,  including 
institutions  of  higher  learning.  These  funds  will  pay  all  or  part  of  the  costs  of  training  vocational  rehabilitation 
or  education  personnel  in  the  use  of  braille.  The  $10  million  appropriation  request  for  this  function  is  based 
on  prior  experience  for  basic  funding  support  for  literacy  programs. 

Helen  Keller  National  Center 

FY  1994  Authorization:  such  sums;  President's  FY  1994  Request:  $6.74  million 

AFB  Recommends  $7.6  million  for  FY  1994.  The  Center  is  being  called  upon  to  serve  an  increased  number 
of  individuals  who,  in  addition  to  being  deaf-blind,  have  other  disabling  conditions,  including  mental 
retardation.  These  individuals  require  intensive,  one-to-one  training  for  as  much  as  sixteen  hours  each  day, 
seven  days  a  week.  There  is  also  a  greater  demand  on  their  resources  to  provide  staff  training  for  group 
homes  and  rehabilitation  programs  attempting  to  serve  people  who  are  deaf-blind,  multidisabled.  An 
increased  federal  appropriation  would  enable  the  Center  to  expand  its  community  based  employment  and 
living  programs  within  its  headquarters  rehabilitation  program  and  its  support  to  the  affiliated  network. 

American  Printing  House  for  the  Blind 

FY  1994  Authorization:  such  sums;  President's  FY  1994  Request:  $6.5  million 

AFB  Recommends  $8.31  million  for  FY  1994.  We  recommend  an  increase  of  at  least  $2  million  for  the 
American  Printing  House  for  the  Blind  (APH)  over  last  year's  funding  level.  The  number  of  students  to  be 
served  continues  to  grow  even  though  the  appropriation  has  remained  fairly  constant  over  the  past  ten  years. 
In  addition  to  braille  and  talking  book  production,  APH  develops,  and  is  the  only  supplier  of,  unique 
educational  products  (such  as  mathematical  aids,  tactile  globes,  etc.)  which  are  available  to  schools  on  a  quota 
formula  basis.  Such  equipment  is  vital  to  the  education  of  blind  children.  Increased  funding  will  allow 
development  of  videotaped  presentations  for  outreach  and  field  activities  and  the  creation  of  a  National 
Comprehensive  Listing  System. 

National  Eye  Institute 

FY  1994  Authorization:  --  ';  President's  FY  1994  Request:  $277.3  million 

AFB  Recommends  $359.5  million  for  FY  1994.  The  National  Eye  Institute  (NEI)  is  the  only  federal 
organization  whose  primary  mission  is  visual  health,  and  the  Institute  supports  basic  and  applied  research  as 
well  as  research  on  visual  impairment  and  its  rehabilitation.  In  addition,  NEI  is  taking  an  active  role  in  the 
need  for  eye  health  promotion  and  eye  disease  prevention  through  a  national  public  education  program  called 
the  National  Eye  Health  Education  Program  (NEHEP).  Increased  funding  for  the  NEI  would  sustain  (he 
momentum  gained  and  prevent  decline  of  the  nation's  vision  research  efforts. 

Funding  for  NEI  U  authorized  under  Ihe  enabling  legislation  lor  Ihc  National  Institutes  ol  llealih. 


STATEMENT  OF  THE  AMERICAN  HEART  ASSOCIATION 

Despite  progress,  cardiovascular  diseases,  including  heart  attack  and  stroke,  remain  a  major  cause 
of  disability  and  the  number  one  killer  of  men  and  women  in  the  United  States.  Heart  attacks  kill 
almost  six  times  as  many  American  women  as  breast  cancer.  A  growing  number  of  Americans  are 
surviving  cardiovascular  diseases,  but  live  with  limitations  of  heart  diseases  and  stroke. 

Some  mistakenly  believe  that  cardiovascular  diseases  are  totally  a  behavioral  problem.  Even  if 
Americans   were  to  change  dietary  habits,  stop  smoking,  reduce  blood  pressure  and  exercise  regularly; 
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cardiovascular   diseases  would  remain  a  major  cause  of  death.    So,  research   is  essential.  Research   and 
prevention  programs  must  he  key  components  of  health  care  reform  because  they  save  lives  and  money. 

More  than  one  in  four  Americans  suffer  from  cardiovascular  diseases  at  an  estimated  total  cost  in 
1993  of  $117  4  billion.  Despite  the  seriousness  of  cardiovascular  diseases,  the  President's  FY  1994 
budget  for  cardiovascular  research  at  the  National  Heart,  Lung,  and  Blood  Institute  is  $695  million  and 
$65.6  million  for  stroke  research  at  the  National  Institute  of  Neurological  Disorders  and  Stroke.  These 
numbers  are  compared  to  $2.1  billion  for  the  National  Cancer  Institute  and  $1.3  billion  for  AIDS 
research  at  the  National  Institutes  of  Health.  NHLBI  is  required  by  law  to  allocate  a  minimum  of  15 
percent  of  appropriated  funds  for  lung  and  blood  diseases  research,  respectively. 
National  Institutes  of  Health 

The  President's  FY  1994  N1H  budget  is  $10.7  billion,  a  3.2  percent  increase  over  FY  1993,  less  than 
biomedical  research  inflation.  To  provide  a  modest  growth  in  biomedical  research,  we  support  the  Ail 
Hoc  Group  for  Medical  Research  Funding's  proposal  of  $11.6  billion  for  the  NIH. 

National  Heart,  Lung,  and  Blood  Institute 

The  NHLBI's  program  arsenal  has  been  highly  effective.  Although  a  high  priority  is  given  to 
research  project  grants,  the  NHLBI  stresses  other  important  program  mechanisms  such  as  clinical  trials, 
population  studies,  specialized  centers  of  research,  research  and  demonstration  centers,  training 
programs,  research  and  development  contracts,  and  education  and  direct  prevention  programs.  This 
carefully  balanced  approach  has  contributed  to  the  success  of  NHLBI  programs  anil  has  enhanced  its 
reputation  as  a  worldwide  leader  in  cardiovascular  research. 

The  Institute's  research  is  exemplified  by  recent  major  scientific  advances.  Examples  include: 
progress  against  systolic  hypertension  and  congestive  heart  failure;  creation  of  culturally  sensitive  and 
proven  materials  expected  to  decrease  smoking  among  minorities;  recognition  of  a  link  between  a 
human  gene  and  essential  hypertension;  identification  of  genetic  markers  of  hypertrophic 
cardiomyopathy;  and  utilization  of  gene  therapy  in  animals  to  prevent  rcnarrowing  of  arteries  after 
angioplasty.  Gene  therapy  experiments  are  being  conducted  in  humans  with  genetically  induced, 
abnormally  high  cholesterol.  These  findings  will  provide  opportunities  for  cost  savings  and  for  new 
knowledge  and  treatment. 

The  steady  decline  in  relative  support  for  the  NHLBI  is  a  major  concern.  Diseases  of  the  heart, 
lung,  and  blood  cause  over  half  of  all  American  deaths.  Heart  disease  is  America's  number  one  killer. 
Allocation  of  funds  should  reflect  a  priority  consonant  with  these  major  causes  of  death. 

The  President's  FY   1994  budget   for  the  NHLBI  calls  for  a   1.3  percent    reduction    from  FY  1993. 
The  effective  impact  would  be  about  6  percent   reduction,  with  inflation  for  biomedical    research.    The 
budget  would  reduce  the  NHLBI  buying  power  below  FY  1987,  restricting  the  Institute's  ability  to  fund 
many  promising  areas  of  research.    New  and  competing   research  project  giants  would  be  reduced  to  the 
lowest  number  funded  since  FY  1980.  Reductions  would  hinder  health  educational  efforts. 

The  AHA  advocates  a  FY  1994  appropriation  of  $1.5  billion  for  the  NHLBI,  the  amount  authorized 
by  Congress.    The  President's  budget   would  impede  current   and  future  research   with  promise  for  new 
treatment  and  prevention  strategies  and  even  cures.    Jeopardized  cardiovascular  programs  follow: 
o      Centers  of  Research  in  Pediatric  Cardiovascular  Diseases:  to  support  congenital  and  acquired 
cardiovascular  diseases  research.    Such  centers  supported  by  Congress  for  FY  1993  would  be  curtailed 
o      Secondary  Prevention  of  Cardiovascular  Diseases:  to  assess  the  usefulness  of  angiotensin  converting 
enzyme  (ACE)  inhibitor  drugs.    Initiation  of  this  clinical  trial  would  be  delayed. 

o      Collaborative    Projects  on  Women's  Health:    lo  produce  findings  on  improved  diagnosis,  treatment 
and  prevention  of  cardiovascular,  lung  and  blood  diseases.    Planned  new  giants  would  not  be  possible. 
o      Collaborative    Projects  in  Minority  Health:    lo  stimulate   collaborative   clinical  research   focusing  on 
new  and  improved  approaches    for  diagnosis,  management    and  prevention   of  cardiovascular,   lung,  and 
blood  diseases,  which  disproportionately  affect  minorities. 

o      Antihypertensive  and  Lipid  Lowering  Heart  Attack  Trial:  to  compare  cost  and  effectiveness  of 
antihypertensive  drugs,  a  lipid  lowering  agent  and  diet.    The  trial  would  be  prolonged, 
o      Overcoming  Restenosis  After  Angioplasty:  to  support  molecular  biology  studies  to  identify 
mechanisms  and  develop  methods  lo  avoid  this  complication.   This  program  would  bo  unlikely. 
o      Evaluation   of  Ischemic  Heart   Disease  in  Women:  to  cncouiage   research  to  increase  understanding 
of  chest  pain  and  to  develop  diagnostic  strategics.    Initiation  of  this  progiam  would  not  be  possible. 
o      Trial  of  Beta  Blockers  in  Heart   Failure:  in  determine    if  the  addition  of  beta  blockers  lo  standard 
therapy  will  reduce  death  in  men  and  women  with  severe  heart  failure     It  would  be  postponed, 
o      Physical  Activity  Intervention   Trial:  to  see  if  promotion   of  physical  activity  is  effective  in  improving 
fitness  and  lo  identify  the  most  efficient  promotional  programs.   This  study  would  be  delayed. 
National  Institute  of  Neurological  Disorders  and  Stroke 

Stroke  is  America's  third  most  common  cause  of  death,  the  leading  cause  of  serious  disability  ami  a 
major  contributor  to  [aj§  life  dementia.  Every  sixty  seconds  stroke  strikes  an  American.  Each  year 
about  500,000  Americans  (all  victim  to  stroke,  nearly  one  third  of  these  patients  die,  and  most  survivors 
are  permanently  disabled.  Women  represent  over  60  percent  "I  these  deaths.  Stroke  incidence  and 
death  rales  are  higher  in  blacks  and  in  the  southeast,  the  "Stroke  Belt." 

Stroke  survivors  number  more  than  three  million,  but  they  often  face  years  of  debilitating  physical 
and  menial  impairment,  emotional  distress  and  overwhelming  medical  expenses  In  l°<J3  stroke  will 
cost  this  nation  an  estimated  total  of  $18  billion. 

NINDS  is  the  federal  focal  poinl  far  neurological  research,  including  research  on  diagnosis, 
treatment,  rehabilitation  and  prevention  of  stroke.  The  NINDS  stroke  research  program  consists  of  a 
range  of  studies  by  individual  researchers  and  teams  of  s<  ienlisls  in  facilities  nationwide  and  ai  NIH. 

Once  viewed  as  a  hopeless  disability,  important  new  information  shows  promise  for  new  stroke 
treatment,  prevention  and  rehabilitation.  Today  many  researchers  are  confident  that,  given  ihe 
appropriate    conditions,  the  brain  can  mend  itself  and  regenerate    impaired   nerve  tissue.    Prevention   is 


599 


the  main  goal  of  stroke  research,  hut  additional   attention    must  be  given  to    recovery  of  brain  function 
and  an  improved  quality  of  life  for  victims. 

The  $65.6  million  for  stroke  research  at  NINDS  under  the  President's  budget  is  grossly  inadequate. 
The  proposed  $1.6  million  cut  in  stroke  funding  from  FY  1993  comes  when  major  progress  is  being 
made  in  identifying  stroke  risk  factors  and  steps  to  treat  and  prevent  stroke.  Some  researchers  believe 
the  rate  of  new  cases  of  stroke  has  leveled  off  and  may  be  on  the  rise.  A  significant  increase  in  fonding 
is  needed  to  address  promising  research  to  improve  stroke  diagnosis,  treatment  and  prevention.  With 
current  resources  devoted  to  stroke,  the  promise  of  the  Decade  of  the  Brain  rings  hollow. 

The  NINDS  must  receive  sufficient  funds  to  maintain  research  momentum  and  to  exploit  research 
opportunities  with  potential  to  decrease  stroke  incidence  and  its  debilitating  consequences.  We 
advocate  the  National  Advisory  Neurological  Disorders  and  Stroke  Council's  recommendation  in 
"Progress  and  Promise  1992:  Status  Report  on  the  Decade  of  the  Brain,"  Tor  an  FY  1994  appropriation 
of  $91.2  million  for  stroke  research  to  expand  the  educational  program  and  permit  more  rapid  progress 
toward  the  goal  of,  "prevention  of  80  percent  of  all  strokes  and  protection  of  the  brain  during  the  acute 
stroke  within  the  Decade  of  the  Brain  ...  including, 
o     "Investigate  mechanisms  of  nerve  cell  injury,  death,  and  survival;  and  basic  mechanisms  of  cerebral 

blood  flow  to  arrive  at  effective  treatment... 
o     Develop  combined  epidemiologic   and  long  term  prevention   programs  and  clinical  trials  to  evaluate 

the  impact  of  stroke  and  the  benefits  of  treatment... 
o     Establish  a  multicenter  research  task  force  to  address  the  major  problems  of  vascular  dementia... 
o     Determine    how  to  prevent  or  lessen  effects  of  ...events  during  the  first  few  hours  of  stroke.    More 

efforts  must  be  made  to  accelerate  drug  development  and  to  educate  the  public  about  the 

importance  and  benefits  of  prompt  stroke  treatment, 
o     Foster  research  on  recovery  from  stroke... 

o     Encourage  evaluation  of  effectiveness  of  rehabilitation  techniques. . . 
o     Initiate  clinical  studies  to  determine    safety  and  efficacy  of  new  therapies,    including  procedures    to 

prevent  stroke  caused  by  bleeding  aneurysms  and  blocked  arteries... 
o     Pursue  new  research  avenues  in  restorative  neurology  to  restore  function  in  stroke  survivors." 

National  Center  For  Research  Resources 

The  NCRR's  Comparative  Medicine  Program  helps  institutions  and  researchers  acquire  and  use 
animals  more  effectively  and  efficiently.  The  CMP's  animal  facility  improvement  grants  assist 
institutions  in  meeting  requirements  for  humane  care  and  use  of  animals  by  providing  equipment  and 
facility  alterations  and  renovations.  Support  is  provided  for  studies  in  research  animal  health  and 
welfare,  animal  model  development,  postdoctoral  training  in  comparative  medicine  and  modernization 
of  animal  facilities.  The  CMP  provides  advice  to  NIH  leadership  on  policies  for  humane  care  and  use  of 
animals  and  serves  as  a  liaison  to  animal  welfare  and  scientific  organisations. 

Over  45  percent  of  NIH-supported  biomedical  research  depends  on  animals  Modern  housing 
facilities  and  high  quality  animals  are  critical  to  assure  reliable  research  results  and  safeguards  for 
animals.  An  appropriation  of  $364  million  for  the  NCRR  will  help  strengthen  health  related  research 
that  depends  on  the  use  of  animals  and  will  help  correct  deficiencies  in  research  animal  facilities. 

National  Institute  on  Aging 

Cardiovascular  disease  deaths,  including  heart  attack  and  stroke,  rise  significantly  with  increasing 
age--as  does  the  number  of  Americans  suffering  from  these  diseases.  These  diseases  remain  a  main 
cause  of  disability  and  the  leading  cause  of  death  of  older  Americans,  killing  over  50  percent  of  those 
age  65  and  over.    Medicare  hospital  costs  register  over  $14  billion  annually  for  cardiovascular  diseases. 

An  estimated  300,000  Americans  age  65  and  over  are  in  nursing  homes  as  a  result  of  limitations 
from  chronic  cardiovascular  diseases,  including  stroke.  Age  is  the  single  most  important  risk  factor  for 
stroke.  Stroke  causes  nursing  home  admissions  in  an  estimated  180,000  older  persons  each  year.  The 
risk  of  heart  disease  rises  rapidly  after  age  55.  Older  women  heart  attack  victims  are  twice  as  likely  as 
men  to  die  within  a  few  weeks.  High  blood  pressure  increases  with  age.  After  age  65,  women  become 
more  likely  to  develop  high  blood  pressure  than  men. 

Little  is  known  about  age  changes  in  the  heart  and  blood  vessels,  but  what  is  known  is  optimistic. 
Most  cardiac  disability  is  due  to  disease,  not  aging.  Until  recently  basic  biomedical  research  on  the 
biology  of  aging  has  been  rare.  An  opportunity  exists  for  the  NIA  to  develop  a  laboratory  of  vascular 
studies  to  provide  needed  information  on  aging-related  changes  in  (he  molecular  biology  of  blood 
vessels.  The  NIA  is  planning  to  study  elements  crucial  to  sustaining  functional  capacity  in  victims  of 
congestive  heart  failure,  a  chief  source  of  disability  in  (he  elderly,  and  vascular  function. 

Recognizing  the  need  for  more  research  on  cardiovascular  aging  and  basic  biological  age-related 
changes,  during  the  FY  1990  through  FY  1993  appropriations  processes,  the  Senate  Appropriations 
Committee  included  report  language,  but  no  money,  urging  the  NIA  to  begin  research  in  the  above 
areas.  The  NIA  now  supports  an  estimated  $20.7  million  in  cardiovascular  projects.  The  President's 
budget  would  reduce  NIA  cardiovascular  aging  research  to  $20.3  million.  To  allow  the  Institute  to  fund 
on-going  studies  and  expand  into  research  in  vascular  function  and  congestive  heart  failure  and  develop 
a  laboralory  of  vascular  studies,  we  recommend  a  FY  1994  appropriation  of  $29.3  million  for  NIA 
cardiovascular  aging  research-a  $9  million  increase  over  the  President's  FY  1994  budget. 
Office  of  Disease  Prevention  and  Health  Promotion 

Responsible    for  prevention  activities  of  the  Department  of  Health  and  Human  Services,  the  ODPHP 
promotes  similar  activities  in  the  private  sector,  services  a  national  information  center  and  offers 
programs,  research,  and  communications    support   for  disease  prevention   and  health   promotion.     The 
cornerstone  of  the  ODPHP  mission  is  the  development,    monitoring   and  implementation    of  Healthy 
People  2000:    National  Health  Promotion  and  Disease  Prevention  Objectives . 

The  President's  budget  contains  $4,771  million  for  the  ODPHP,  a  .15  percent  cut  from  FY  1993.  It 
would  support  the  following  prevention    and  coordination    activities:  management    and  tracking  of  the 
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Healthy  People  20()0  Objectives,  management    and  coordination  of  nutrition  policy,  support  for  the  HHS 

Secretary's  Council  on  Health    Promotion   and  Disease  Prevention,  coordination    of  the  worksite  health 

promotion    activities  and   staffing  the   U.S.  Preventive   Services  Task  Force.     An  appropriation    of  $7.54 

million  would  allow  for  the  continuation  of  current  services  and  the  following  new  programs: 

o     Healthy  Schools— a  collaborative  venture  with  federal  government  and  non  federal  health  and 

education  organizations  to  develop  a  national  school  health  resource  center; 

o     "Put  Prevention    Into  Practice"--a  professional    and  public  education    program   on  the  use  of  clinical 

preventive  services  in  primary  health  care  settings;  and 

o     Center  for  Innovative  Health  Communication  Technology -a  public/private  collaboration  to  develop 

innovative  health  communication  technology,  focusing  on  minority  and  low  income  groups. 

Centers  for  Disease  Control  and  Prevention 

CDC's  Office  of  Smoking  and  Health  coordinates  federal  efforts  to  prevent  tobacco  use.  Smoking, 
the  single  most  preventable  cause  of  death,  causes  over  430,000  deaths  a  year  in  America.  We  applaud 
the  President's  FY  1994  budget  of  $20  million  for  OSH,  but  it  cannot  compete  with  marketing  from  the 
tobacco  industry,  which  spends  over  $10  million  daily.  With  an  appropriation  of  $25  million,  OSH  could 
develop  a  national  strategic  plan  targeting  smoking  and  strengthen  technical  assistance  to  stales.  CDC 
funds  comprehensive  school  health  education  programs  in  four  states.  An  appropriation  of  $14  million, 
a  $10.4  million  increase  over  FY  1994  budget,  will  enable  expansion  of  the  program  to  other  states. 

CDC  administers  Preventive  Health  and  Health  Services  Block  Grant,  funding  for  slates  to  support 
screenings,  including  cholesterol  and  blood  pressure.  Most  slates  have  insufficient  funds  to  ensure 
persons  found  at  risk  of  diseases  are  managed  or  even  followed  up.  A  $26.2  million  increase  for  this 
grant,  to  total  $175  million,  will  enhance  efforts  targeting  cardiovascular  and  other  chronic  diseases. 

An  additional  FY  1994  funding  of  $10  million  for  cardiovascular  diseases  would  allow  CDC  to 
enhance  and  extend  cardiovascular  efforts  to:  help  slates  develop  and  implement  effective  interventions; 
establish  partnerships  with  professional  and  voluntary  organizations  to  promote  healthy  behavior; 
develop  a  national  communications    campaign;  provide  education    for  the  public  and  professionals   on 
healthy  behaviors;  and  enhance  data  collection  to  better  define  patients  of  behavioral  risks. 


STATEMENT  OF  THE  AMERICAN  INDIAN  HIGHER  EDUCATION 

CONSORTIUM  [AIHEC] 

On  behalf  of  the  29  member  institutions  comprising  the  American 
Indian  Higher  Education  Consortium  (AIHEC),  we  thank  the 
Appropriations  Subcommittee  on  Labor,  Health  and  Human  Services,  and 
Education  for  extending  to  us  this  opportunity  to  express  our  views. 

AIHEC  is  organized  and  dedicated  to  the  growth  and  development  of 
all  American  Indian  higher  education  institutions.   Our  membership  is 
comprised  of  22  tribally  controlled  colleges,  21  of  which  are  defined  under 
Title  I  of  the  Tribally  Controlled  Community  Colleges  Assistance  Act; 
Navajo  Community  College,  which  is  defined  by  Title  II  of  the 
aforementioned  act;  Crownpoint  Institute  of  Technology  and  United  Tribes 
Technical  College,  which  are  both  tribally-controlled  post-secondary 
vocational/technical  institutions;  Haskell  Indian  Junior  College  and 
Southwest  Polytechnic  Institute,  which  are  owned  and  operated  by  the 
Department  of  the  Interior;  and  Red  Crow  Community  College  and 
Saskatchewan  Indian  Federated  College,  which  are  tribally-controlled 
colleges  in  Canada. 

We  applaud  this  Subcommittee  for  its  attention  and  efforts  towards 
improving  education  for  all  Americans.   We  would  like  to  take  this 
opportunity  to  address  an  important  need  in  the  area  of  American  Indian 
education. 

In  1992,  Congress  passed  an  amendment  to  Title  XIII  of  the  Higher 
Education  Act  of  1965.   This  amendment  for  "American  Indian  Teacher 
Training"  (25  U.S.C.  3371)  authorized  an  appropriation  of  $5  million  for 
fiscal  year  1993.   The  dearth  of  qualified  teaching  personnel  is  a  problem 
which  afflicts  our  entire  nation.   The  crisis  is  even  more  acute  in  the 
American  Indian  communities,  where  students  who  struggle  daily  with 
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inadequate  resources  also  lack  Indian  role  models  in  the  classroom.  Full 
appropriation  for  the  Teacher  Training  program  would  be  an  important 
First  step  in  remedying  this  situation,  for  it  would  encourage  and  enable 
tribal  college  students  to  pursue  a  career  in  education,  who  then  would  give 
something  back  by  serving  as  teachers  in  Indian  schools. 

The  nationwide  percentage  of  teachers  in  elementary  and  secondary 
schools  who  are  Indians  is  approximately  1.0  %  fDigest  of  Education 
Statistics  1992.  National  Center  for  Education  Statistics].  This  is  roughly 
equivalent  to  the  percentage  of  American  Indian  students  in  the  population. 
However,  this  statistic  does  not  reflect  the  number  of  American  Indian 
students  who  are  taught  by  Indian  teachers.   While  there  is  no  single 
nationwide  statistic  on  this  question,  available  evidence  indicates  that  the 
vast  majority  of  teachers  in  Indian  schools  are  themselves  non-Indian. 

•  There  are  31  schools  on  the  seven  Montana  reservations,  with 

Indians  comprising  62.2%  of  the  student  population.  Only  14%  of 
teachers  at  these  schools  are  Indian.  Also,  of  the  other 
professionals  (e.g.  counselors),  14%  are  Indian. 

•  In  the  1 1  public  schools  on  the  Pine  Ridge  Reservation  in  South 

Dakota,  Indian  children  represent  about  70%  of  students,  but  only 
15%  of  teachers  are  Indian.   The  three  Bureau  of  Indian  Affairs 
schools  serve  Indian  students  almost  exclusively,  yet  only  20%  of 
the  teachers  are  Indian. 

•  In  the  Box  Elder  (MT)  schools,  210  of  213  students  (99%)  are 

Indians.   Of  17  certified  teachers,  however,  only  3  (18%)  are 
Indians;  the  one  teaching  assistant  is  non-Indian;  all  four  ancillary 
personnel  are  non-Indian;  and  of  six  administrators,  five  are  non- 
Indian.   In  the  Rocky  Boy  schools,  414  of  419  students  (99%)  are 
Indians;  but  only  eight  of  30  teachers  (27%)  are  Indians,  and  all 
eight  administrators  are  non-Indian. 

[An  Evaluation  of  Educational  Personnel  Development  Projects  in  Indian 
Education.  Office  of  Policy  and  Planning,  U.S.  Department  of  Education] 

As  this  data  clearly  demonstrates,  there  is  a  drain  of  those  Indians 
who  are  trained  teachers  away  from  secondary  schools  in  the  Indian 
communities.  This  trend  is  also  clearly  evident  within  the  AIHEC  tribal 
colleges: 

•  In  data  reported  to  AIHEC  by  16  of  25  tribal  colleges  in  1991,  123 
of  329  faculty  members  were  Indians  (37.4%). 


•  In  the  tribal  colleges  in  Montana,  North  Dakota,  and  South  Dakota, 
of  183  full-time  faculty,  only  47  (26%)  are  Indians.   At  three  of 
these  colleges  there  are  no  Indians  on  the  full-time  faculty.  At 
only  one  of  fourteen  colleges  are  there  more  Indian  than  non- 
Indian  faculty. 
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[An  Evaluation  of  Educational  Personnel  Development  Projects  in  Indian 
Education.  Office  of  Policy  and  Planning,  U.S.  Department  of  Education] 

It  is  certain  that  American  Indian  students  benefit  from  being  taught 
by  American  teachers,   "...the  simple  existence  of  qualified  American 
Indian  teachers  in  the  schools  may  contribute  to  improving  community 
attitudes  toward  the  value  of  schools  and  schooling."  [An  Evaluation  of 
Educational  Personnel  Development  Projects  in  Indian  Education.  Office  of 
Policy  and  Planning,  U.S.  Department  of  Education]    Non-Indian  teachers 
often  live  a  great  distance  away  from  the  communities  in  which  they  teach. 
Indian  teachers,  on  the  other  hand,  tend  to  spend  more  time  in  the 
community  after  school  is  out.    Perhaps  more  significantly,  Indian  teachers 
are  shown  to  demonstrate  more  cultural  sensitivity  toward  their  Indian 
students  than  do  their  non-Indian  counterparts. 

While  their  can  be  no  quick  fix  to  these  problems,  the  Teacher 
Training  Program  would  help  address  them  in  several  constructive  ways. 
First,  the  program  would  provide  institutional  support  to  tribal  community 
colleges  and  other  tribally-controlled  educational  institutions.    It  authorizes 
the  Department  of  Education  to  award  grants  for  the  purpose  of  providing 
upper  division  course  work,  transfer  programs,  articulation  agreements 
with  other  accredited  institutions,  telecommunications  programs,  or  other 
mechanisms  which  dirctly  support  the  training  of  American  Indian 
teachers. 

Second  the  program  provides  student  support  grants  to  tribal 
colleges  so  that  they  may  provide  financial  assistance  to  students  who  wish 
to  enter  the  educational  field.   Finally,  the  law  authorizes  scholarships  for 
Indian  students  who  wish  to  attend  teaching  programs  at  educational 
institutions  off  the  reservation  and  then  return  to  the  reservation  as 
teachers. 

The  $5  Million  appropriation  would  fill  a  void  that  the  tribal 
colleges  would  otherwise  be  unable  to  address  due  to  funding  disparities 
vis-a-vis  other  "mainstream"  educational  institutions.  The  tribal  colleges 
receive  $2,974  per  Indian  Student  Count  (Full  Time  Equivalent  student,  or 
FTE).   This  compares  to  an  average  of  $6,997  per  FTE  for  the  nation's 
similar-sized  mainstream  colleges.   It  further  compares  to  an  average 
$17,674  FTE  for  other  special-populations  colleges.    Full  appropriation  of 
the  authorized  $5  Million  for  the  Teacher  Training  program  would  be  a 
small  but  important  step  in  bringing  parity  in  educational  opportunities  for 
American  Indians. 

In  summation,  The  Teacher  Training  Program  would  provide 
opportunities  heretofore  unavailable  to  most  American  Indian  students.    $5 
Million  seems  a  small  investment  in  light  of  the  potential  rewards  to  be 
reaped.   Therefore,  we  respectfully  request  that  this  Subcommittee 
appropriate  the  full  authorized  amount  of  $5  Million  for  this  program. 
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STATEMENT  OF  THE  AMERICAN  LIBRARY  ASSOCIATION 

On  behalf  of  the  56,000  librarians,  library  trustees,  and  friends  of  the  American  Library  Association, 
we  appreciate  the  opportunity  to  submit  this  statement  for  the  hearing  record  on  FY  1994  appropriations  for 
Labor-HHS-Education  library  programs. 

President  Clinton's  budget  is  a  good  news,  bad  news  budget  for  libraries  The  President  would  increase 
the  public  library  services  program  under  the  Library  Services  and  Construction  Act  by  14  percent,  and  we 
look  forward  to  working  with  the  Administration  on  its  technology  initiative. 

However,  for  hard-pressed  libraries,  any  bad  budget  news  is  very  bad  indeed.  The  truth  is  that  $44 
million  of  federal  library  programs  would  be  eliminated  under  this  budget— not  only  LSCA  programs  for 
construction  and  renovation,  foreign  language  materials,  and  library  literacy  programs,  but  all  the  Higher 
Education  Act  library  programs  HEA  title  FI  is  the  only  help  college  and  research  libraries  get  to  use  the 
wonderful  new  computer  and  networking  technology  to  make  their  resources  (not  just  their  catalogs,  but  their 
textual,  graphic,  and  electronic  resources)  available  to  users  beyond  their  own  campuses.  And,  HEA  title 
II-B  is  the  only  help  the  library  field  has  to  recruit  doctoral  candidates  to  replace  fast-retiring  library  school 
faculty,  to  recruit  minorities  to  graduate  study  to  reflect  our  diverse  population,  and  to  address  critical 
shortages  of  youth  services  librarians. 

Federal  library  programs  are  incubators  for  library  innovation  to  meet  the  national  education  goals  and 
ensure  that  the  information  superhighway  provides  on-ramps  for  all  Americans.  It  would  be  "penny  wise  and 
pound  foolish"  to  remove  $44  million  of  the  only  innovation  funds  available  to  libraries  at  a  time  when  many 
libraries  must  reduce  hours,  cut  back  on  purchase  of  new  materials,  and  even  close  their  doors  in  some 
cases. 

The  American  Library  Association  appreciates  the  subcommittee's  strong  support  of  libraries,  and  asks 
that  you  once  again  reject  the  Administration's  FY94  proposed  reductions.  The  attached  summary  of  ALA's 
appropriation  recommendations  shows  the  programs  under  your  jurisdiction  which  provide  direct  benefits 
to  libraries. 

We  will  include  just  a  brief  sample  of  the  many  and  diverse  opportunities  provided  by  library  programs 
for  people  of  all  ages  in  communities  across  the  nation. 

LSCA  Library  Construction 

Public  libraries  are  open  to  all,  but  many  are  operating  under  deteriorating  conditions,  are  in  dire  need 
of  provisions  for  handicapped  access,  and  in  some  cases  are  in  need  of  expansion  or  replacement.  LSCA  II 
has,  throughout  its  history,  provided  jobs  for  the  community.  Because  it  makes  libraries  more  accessible 
to  the  community,  it  has  enabled  needed  services  to  be  provided  as  well. 

Almost  all  of  the  states  have  two  to  three  times  the  amount  of  requests  for  LSCA  II  funds  than  are  ever 
filled  with  the  limited  amounts  appropriated.  Construction  backlogs  exist  and  could  be  immediately  addressed 
with  additional  title  II  funds.  With  no  funding  for  title  II,  already  serious  problems  will  continue  and  grow 
worse. 

■  Alaska  must  have  construction  materials  shipped,  with  the  result  that  construction  costs  double.  In 
very  remote  areas,  materials  are  air-freighted  which  bring  costs  up  to  $300  per  square  foot.  Requests  are 
backlogged,  because  of  the  high  cost  coupled  with  Alaska's  small  allotment. 

■  Iowa  received  requests  from  ten  libraries  for  a  total  of  $1,053,500  and  made  two  awards  with  their 
allotment  of  $219,363.  Seventy-five  out  of  95  Carnegie-granted  libraries  are  still  in  use  as  public  libraries. 
Forty-eight  of  those  are  inaccessible  to  the  disabled  population.  At  least  228  other  public  libraries  in  Iowa 
are  also  inaccessible  to  the  disabled. 

LSCA  Literacy 

About  250  awards  are  expected  to  be  made  in  FY93  for  competitive  grants  to  public  and  state  libraries 
for  coordinating  and  planning  library  literacy  projects,  training  librarians  and  volunteers,  promoting  the  use 
of  voluntary  services,  acquiring  materials,  and  using  library  facilities  for  literacy  programs.  Removing  any 
funds  for  so  critical  an  issue  as  literacy— one  of  the  six  national  education  goals— is  extremely  ill  advised. 
Libraries  are  logical  focal  points  for  literacy  projects,  since  they  are  available  in  almost  every  local 
community,  and  are  nonthreatening  sites  for  adults  who  may  be  embarrassed  about  their  inability  to  read. 
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Higher  Education  Act 

The  Administration  has  zeroed-out  all  HEA  library  programs  at  a  time  when  the  newly  reauthorized 
Higher  Education  Act  library  programs  have  been  recast  to  meet  the  challenges  of  the  applications  of  new 
technology;  to  provide  the  necessary  impetus  to  attract  students,  especially  minority  students,  to  the  library 
profession;  and  to  assist  major  research  libraries  to  make  unique  materials  available  to  other  libraries. 

It  is  ironic  that  HEA  II-A,  which  enables  college  and  university  libraries  to  acquire  technological 
equipment  and  to  conduct  demonstrations  in  information  technology,  would  be  zero-funded  at  a  time  in 
history  when  emerging  technologies  can  do  so  much  to  strengthen  and  expand  the  role  that  libraries  play  on 
college  campuses  and  in  society.  Indeed,  a  II-A  grant  like  the  Arizona  State  University's  Phoenix  Metro 
Image  Project  provides  electronic  access  to  periodical  indexing  and  the  full-text  delivery  of  article  images 
not  only  to  university  students  but  to  the  Phoenix  Public  Library  patrons  as  well. 

The  library  profession  has  been  strengthened  and  enriched  by  the  more  than  4,600  HEA  II-B  fellowships 
which  have  been  awarded  since  the  program's  inception,  many  to  members  of  minority  groups.  In  the 
1993-94  academic  year,  the  program  will  support  122  Doctoral  Fellowships,  17  post-Master's  Fellowships, 
and  159  Master's  Fellowships,  providing  training  to  298  future  librarians  at  47  institutions  of  higher 
education.  Continued  funding  of  this  program  is  critical  to  replace  library  school  faculty  lost  through 
retirement.  Of  the  550  graduate  library  school  faculty  in  the  United  States,  about  50  percent  will  have  retired 
by  the  year  2000. 

In  the  library  field,  almost  40  percent  of  librarians  will  be  65  years  or  older  by  the  year  2000.  Deans 
of  library  schools  have  reported  that  the  increase  in  II-B  fellowships  in  the  last  two  years  has  been  a  vital 
link  to  recruiting  minority  students  into  their  programs  and  has  enabled  them  to  recruit  many  other  students 
unable  to  attend  without  scholarship  help.  In  addition,  those  fellowship  recipients  who  have  started  on 
Master's  or  Doctoral  programs  will  be  stranded  without  HEA  II-B  support. 

HEA  II-C,  for  the  improvement  of  access  to  research  library  resources,  has  supported  a  total  of  503 
major  projects  in  42  states  and  the  District  of  Columbia  since  FY78.  Every  project  has  allowed  unique 
collections  to  be  preserved,  cataloged,  and  shared  with  libraries  across  the  country.  This  small  but  important 
program  has  enriched  students  everywhere.  It  enables  access  to  important  scholarly  materials  such  as  the 
Micronesian  materials  and  photograph  collection  at  the  University  of  Hawaii  at  Manoa  used  by  scholars  in 
the  United  States,  Europe,  Australia,  and  New  Zealand;  or  the  large  and  unusual  Imperial  Russian 
publications  collection  at  the  University  of  Kansas.  II-C  grants  will  enable  both  of  these  collections  to  be 
cataloged,  preserved,  and  shared  with  scholars. 

Foreign  Language  Materials 

■  Through  its  New  Americans  Project,  the  Queens  Library  in  Jamaica,  New  York,  offers  extensive 
collections  of  Spanish  and  Chinese  language  materials,  English  as  a  Second  Language  classes,  foreign 
language  mail-a-book  service,  cultural  programs,  and  coping  skills  programs  conducted  in  foreign  languages, 
which  help  immigrants  adjust  to  life  in  the  United  States.  An  LSCA  V  grant  provides  funds  to  add  new 
foreign  language  materials  to  the  library's  collection. 

■  The  Chicago  Public  Library  will  use  an  LSCA  V  grant  to  purchase  materials  in  Chinese,  Korean, 
and  Vietnamese  in  the  areas  of  children's  literature,  fiction,  the  classics,  the  arts,  language  learning,  and 
health;  and  translation  of  popular  works  for  three  branch  libraries  in  the  system. 

The  Library  Services  and  Construction  Act  programs  and  the  Higher  Education  Act  library  programs 
are  areas  where  a  federal  contribution  makes  a  difference  in  terms  of  innovative  programs  and  direct  service 
to  people  The  effect  of  these  programs  is  far-reaching  in  strengthening  the  intellectual  infrastructure  for  all 
learners,  from  the  baby  just  learning  to  touch,  see,  and  hear  books,  to  the  senior  citizen  intent  upon 
retirement  planning  or  a  different  career  Libraries  can  show  the  newly  literate  a  brighter  world  and 
encourage  small  business  owners  to  become  more  productive. 

An  April  27  editorial  in  USA  TODA K  details  the  funding  crisis  in  libraries  It  quotes  American  Library 
Association  President  Marilyn  Miller,  who  states,  "We  just  can't  absorb  any  more  cuts."  Libraries  have  an 
important  impact  on  education,  and  the  country's  future.  A  strong  federal  role  in  support  of  libraries  helps 
ensure  that  all  the  people  will  continue  to  have  access  to  libraries  and  information. 
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STATEMENT  OF  THE  AMERICAN  PSYCHIATRIC  ASSOCIATION 

The  American  Psychiatric  Association  (APA),  a  medical  specialty  society  representing  38,000 
psychiatrists  nationwide,  herein  presents  recommendations  regarding  the  FY  1994  Appropriations  for 
the  National  Institute  of  Mental  Health  (NIMH),  the  National  Institute  on  Drug  Abuse  (NIDA),  the 
National  Institute  on  Alcohol  Abuse  and  Alcoholism  (NIAAA)  and  the  new  Center  for  Mental 
Health  Services  (CMHS)  at  the  Substance  Abuse  and  Mental  Health  Services  Administration 
(SAMHSA).   The  APA  would  also  like  to  associate  its  statement  with  the  testimony  of  the  Ad  Hoc 
Group  for  Medical  Research  Funding,  the  Coalition  for  Health  Funding  and  the  Mental  Health 
Liaison  Group. 

The  ADAMHA  Reorganization  Act  (P.L.  102-321)  of  1992  was  signed  into  law  by  the  President  on 
July  10  of  last  year  and  resulted  in  the  movement  of  the  three  research  institutes  of  the  former 
Alcohol,  Drug  Abuse  and  Mental  Health  Administration  (ADAMHA)  --  the  NIMH,  NIDA,  NIAAA 
-  to  the  National  Institutes  of  Health  (NIH).   The  remaining  mental  health  and  substance  abuse 
services  programs  of  the  former  ADAMHA  have  been  reconstituted  under  the  new  Substance  Abuse 
and  Mental  Health  Services  Administration  (SAMHSA).    It  was  the  APA's  expectation  that  the 
movement  of  the  three  former  ADAMHA  institutes  to  the  NIH  marked  a  "turning  point"  in  our 
nation's  approach  to  mental  and  addictive  disorder  research  to  an  era  where  these  illness  are  treated 
no  differently  --  in  terms  of  research  funding  priorities  —  than  other  costly  and  chronic  illnesses. 
That  "turning  point"  can  best  be  exemplified  by  a  quote  from  the  Congressional  Office  of 
Technology  report  -  The  Biology  of  Mental  Disorders,  published  in  September  of  1992    -  "Menial 
disorders  are,  generally  of  the  same  magnitude  as  cancer  and  heart  disease.  " 

This  time  of  great  expectation  for  the  future  of  mental  illness  and  addictive  disorder  research, 
however,  has  not  been  what  we  had  hoped  for  because  Congress  failed  to  provide  adequate  funding 
for  these  important  research  endeavors.    This  year  -  FY  1993  --  the  funding  levels  for  the  NIMH, 
NIDA  and  NIAAA  realized  a  very  modest  increase  relative  to  the  FY  1992  appropriation.    This 
very  modest  increase,  however,  failed  to  provide  the  three  former  ADAMHA  institutes  with 
necessary  funds  to  "cover"  the  costs  associated  with  the  reorganization  of  ADAMHA.    First,  with 
the  splitting  up  of  ADAMHA,  separate  administrative  staffs  for  formerly  combined  programs  are 
now  required.    We  have  estimated  that  this  has  cost  the  NIMH  $2.5  million  in  FY  1993  alone. 
Second,  the  funding  stream  for  NIMH,  NIDA  and  NIAAA  health  services  research  -  which  was 
funded  in  part  during  FY  1992  by  a  set-aside  off  the  former  Alcohol,  Drug  Abuse  and  Mental 
Health  Services  Block  Grant  (ADMHS)  -  ceased  to  exist  in  FY  93  under  the  reorganized 
ADAMHA.    The, elimination  of  this  funding  stream  for  health  services  research  combined  with  the 
new  statutory  requirement  that  NIMH,  NIDA,  and  NIAAA  spend  no  less  than  15  percent  of  their 
research  monies  on  such  activities,  has  necessitated  a  significant  drop  the  number  of  NIMH,  NIDA, 
and  NIAAA  new  and  competing  research  grants  during  FY  1993.    For  example,  the  number  of  new 
and  competing  RPGs  at  NIMH  will  drop  66  grants   -  from  373  in  FY  1992  to  307  in  FY  1993  -- 
and  the  overall  NIMH  success  rate  in  FY  1993  will  be  approximately  21.6  percent;  the  lowest  level 
in  nearly  a  decade. 

Dr.  Daniel  X.  Freedman,  M.D.,  described  by  his  peers  as  a  "teacher  of  teachers"  and  "probably  the 
pivotal  thinker  in  psychiatry  in  the  second  half  of  the  20th  Century"  passed  away  on  June  2,  1993. 
Dr.  Freedman  dedicated  his  life  to  improving  the  lives  of  those  with  mental  and  addictive  disorders. 
He  will  be  remembered  for  many  things,  including  his  pioneering  research  on  physical  and  chemical 
abnormalities  of  the  brain  that  cause  mental  illness,  and  his  eloquent  advocacy  for  research  funding. 
One  of  Dr.  Freedman's  last  documents,  soon  to  be  published  posthumously,  Black  Days  for 
Research:    the  NIH  Admissions  Tax,  outlines  not  only  the  dollar  cost  of  shifting  NIMH  to  NIH,  but 
the  lost  opportunities  in  research  because  of  the  concomitant  shift  in  funds.    We  should  heed 
Dr.  Freedman's  urgent  warning. 

During  this  decade  of  the  Brain,  advances  in  neuroscience  provide  promise  for  tomorrow.    For 
example,  the  extraordinary  variety  and  sophistication  of  neuroimaging  devices  and  techniques  are 
revolutionizing  our  ability  to  understand  and  visualize  both  the  structure  and  function  of  the  living 
brain.    Advanced  neuroimaging  capability  has  dramatically  improved  our  ability  to  diagnose  illnesses 
and  disorders  such  as  schizophrenia,  brain  tumors,  manic  depressive  illness  and  stroke,  and  will 
play  a  critically  important  role  in  the  development  of  new  treatment  protocols. 
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Exciting  new  studies  are  underway  to  understand  the  biological  bases  of  cognitive  functions  — 
memory,  language  and  learning.   These  studies  hold  the  key  to  understanding,  preventing  and 
treating  the  catastrophic  needs  of  those  afflicted  with  dementias  wrought  by  Alzheimer's  Disease, 
stroke  and  AIDS-related  dementia;  the  loss  of  cognitive  function  due  to  the  aging  process,  head 
trauma  and  other  factors;  and  mental  retardation  and  learning  disabilities  such  as  the  experienced  by 
nearly  8,000  American  infants  each  year  due  to  a  condition  known  as  fetal  alcohol  syndrome  which 
is  caused  by  maternal  drinking  during  pregnancy. 

Although  our  field  can  now  offer  a  variety  of  cost-effective  treatments,  the  future  of  psychiatric 
research  now  stands  on  the  threshold  of  a  vastly  improved  armamentarium  of  treatments  to  mitigate 
the  suffering  of  persons  with  mental  illness  and  addictive  disorders;  treatments  which  demand 
inclusion  in  any  basic  benefit  package  created  as  part  of  health  care  reform  initiative. 

The  urgent  need  for  an  enhanced  investment  in  mental  health  services  and  on  mental  illness  and 
addictive  disorder  research  is  seen  in  the  chilling  data   -  such  as  that  portrayed  in  the  recently 
published  report  Mental  Health.  U.S..  1992.  published  by  last  year  by  SAMHSA  --  that  regrettably 
continues  despite  good  faith  Congressional  funding  support.    For  example,  the  aggregated  rate  of 
psychiatric  disorders  for  children,  adults  and  elderly  exceeds  twenty  percent,  or  more  than  40 
million,  of  the  U.S.  population  annually.    An  estimated  10.5  million  American  adults  exhibit  some 
symptoms  of  alcoholism  or  alcohol  dependence,  and  an  additional  7.2  million  abuse  alcohol  but  do 
not  yet  show  symptoms  of  dependence.    Nearly  one-third  of  all  new  cases  of  AIDS  is  occurring 
among  intravenous  drug  users.    Twelve  percent  of  Americans  have  used  cocaine,  which  is  the 
leading  cause  of  drug-related  emergency  room  visits.    Nearly  a  third  of  the  population  of  homeless 
single  adults  in  the  nation  suffer  from  severe  and  disabling  mental  illness.  The  costs  to  our  society 
for  mental  and  addictive  disorders  is  staggering  --  $273  billion,  according  to  Rice  et.  al..  1990. 

The  APA  understands  that  the  need  to  address  the  national  debt  and  the  other  competing  needs  of 
our  nation  requires  tough  appropriation  choices,  but  we  hope  that  the  Committee  would  agree  that 
the  nation  must  forge  a  stable  investment  in  both  research  and  services  and  not  have  to  bear  the 
economic  consequences  associated  with  mental  illness  and  addictive  disorders  hidden  in  our  criminal 
justice  system  or  alcohol  and  drug  related  injuries. 

The  APA  proposes  that  the  research  budgets  for  the  NIMH,  NIDA  and  NIAAA  be  increased  to  a 
level  minimally  appropriate  to  the  quality  of  the  science  which  merits  support,  as  follows:    $734.6 
million  for  the  NIMH;  $505.1  million  for  the  NIDA;  and  $212.5  million  for  the  NIAAA.   These 
recommendations  include  critical  research  training  and  research  management  and  support  activities, 
as  well  as  support  for  AIDS  research.    These  recommended  budgets  would  allow  the  institutes  to 
support  high  quality  research  project  grant  applications  at  rates  that  will  not  dissuade  excellent 
investigators  from  even  applying  for  assistance. 

The  recommended  funding  level  requests  are  significantly  similar  to  the  individual  institute  bypass 
budgets  authorized  under  the  ADAMHA  Reorganization  Act.    Recognizing  the  magnitude  of  moving 
NIMH,  NIDA,  and  NIAAA  back  to  the  NIH,  Congress  intended,  "that  this  reorganization  be 
implemented  in  a  manner  that  strengthens  the  federal  effort  with  respect  to  both  research  and 
services.  "   To  that  end,  Congress  provided  NIMH  with  the  authority  to  develop  a  bypass  budget  for 
fiscal  years  1994  and  1995.    We  are  confident  that  with  increased  support  researchers  in  the  mental 
illness  and  addictive  disorder  field  will  be  able  to:    clarify  the  underlying  mechanisms  of  the  major 
anxiety  and  depressive  disorders  through  new  imaging  studies  and  develop  more  effective  treatments 
for  these  disorders;  evaluate  the  impact  of  clozapine  on  subgroups  of  schizophrenic  patients  who 
have  not  responded  well  to  standard  medications;  undertake  additional  linkage  studies  to  identify 
genes  that  underlie  such  severe  mental  disorders  as  schizophrenia,  manic-depressive  disorder,  and 
Alzheimer's  disease;  discover  that  a  series  of  biochemical,  physiological  and  behavioral 
characteristics  of  an  that  may  be  markers  of  individual  predisposition  to  alcoholism;  make  more 
rapid  progress  in  the  development  of  new  medications  for  the  treatment  of  drug  abuse;  expand 
research  on  the  identification  of  cofactors  that  affect  HIV  vulnerability,  transmissibility  and  disease 
course;  expand  research  on  the  effects  of  maternal  drug  use  on  infant  development;  refine  new 
diagnostic  techniques  for  Alzheimer's  disease;  fully  implement  the  National  Plan  for  Research  in 
Child  and  Adolescent  Disorders,  the  National  Schizophrenic  Research  Plan,  the  Decade  of  the  Brain 
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Research  Plan;  and,  fully  initiate  the  National  Plan  of  Research  for  Improved  Care  for  Severe 
Mental  Disorders. 

In  this  period  of  high  anxiety,  unraveling  Congress's  commitment  to  mental  health  and  substance 
abuse  efforts  would  come  paradoxically  at  a  time  when  the  former  ADAMHA  programs  have  just 
begun  to  recover  from  the  extremely  low  funding  levels  that  the  ADAMHA  programs  experienced  in 
the  late  1970s  and  early  1980s.    We  also  propose  for  your  consideration: 

$8.0  million  for  Clinical  Training  at  the  SAMHSA  Center  for  Mental  Health  Services  to  better 
ensure  the  placement  of  personnel  and  in  shortage  areas  and  in  public  facilities  and  to  improve  the 
quality  of  training  provided  to  mental  health. 

$450.0  million  for  the  Block  Grants  for  Community  Mental  Health  Services  program  of  SAMHSA's 
Center  for  Mental  Health  Services.    At  a  time  when  state  governments  are  facing  severe  budgetary 
constraint,  there  can  be  no  overriding  reason  for  holding  at  the  current  appropriation  this  program 
that  provides  critically  needed  services  to  the  mentally  ill. 

$36.0  million  for  the  SAMHSA  Center  for  Mental  Health  Services  Community  Support  Program 
and  Child/ Adolescent  Services  System  Program  (CSP/CASSP);  $10.0  million  for  the  SAMHSA 
Center  for  Mental  Health  Services  Prevention  initiatives;    $31.0  million  for  the  SAMHSA  Center 
for  Mental  Health  Services  "Access"  Homeless  Demonstration  programs  and  $75  million  for  the 
SAMHSA  Center  for  Mental  Health  Services  PATH  Homeless  State  Grant  Program,  and  $150.0 
million  for  the  SAMHSA  Center  for  Mental  Health  Services  Children's  and  Communities'  Mental 
Health  Systems  Improvement  Program. 


STATEMENT  OF  THE  AMERICAN  PSYCHOLOGICAL  ASSOCIATION 

Thank  you  for  considering  the  testimony  of  the  American  Psychological  Association  (APA),  a 
scientific  and  professional  organization  representing  over  118,000  members  and  affiliates.   The 
testimony  will  focus  on  the  subject  of  Fiscal  Year  (FY)  1994  appropriations  for  the  National  Institutes 
of  Health  (NIH)  and  the  Substance  Abuse  and  Mental  Health  Services  Administration  (SAMHSA). 

National  Institutes  of  Health 
Health  and  behavior  research  encompasses  the  identification  and  distribution  of  psychosocial 
risk  factors;  the  development,  maintenance  and  change  of  health-related  behaviors;  the  biobchavioral 
mechanisms  of  health;  and  behavioral  and  social  interventions  to  prevent  and  treat  illness  and  to 
promote  health.    NIH  is  now  in  the  process  of  clearing  a  plan  requested  by  Congress  to  increase  the 
amount  of  health  and  behavior  research  that  is  funded.   Congress  has  repeatedly  urged  NIH  to  increase 
its  support  for  health  and  behavior  research,  currently  estimated  to  be  3.5  to  4.5  percent  of  the  NIH 
research  budget.   The  recent  transfer  of  the  National  Institute  of  Mental  Health  (NIMH),  National 
Institute  on  Drug  Abuse  (NIDA).  and  the  National  Institute  on  Alcohol  Abuse  and  Alcoholism 
(NIAAA)  to  NIH  in  no  way  diminishes  the  need  for  the  other  NIH  institutes  to  conduct  health  and 
behavior  research;  these  categories  of  research  are  relevant  to  the  missions  of  each  of  the  ICDs  at  NIH. 
APA  recommends  that  the  Subcommittee  fund  additional  health  and  behavior  research  at  each 
institute,  center,  and  division  (ICD)  at  NIH,  guided  by  the  plan  that  will  be  sent  forward  in  the  next 
few  months.     APA  recommends  a  doubling  of  the  current  proportion  of  support  devoted  to  health 
and  behavior  research  at  NIH  (not  including  research  funded  by  NIMH,  NIDA,  and  NIAAA). 

National  Institute  on  Aging  (NIA) 

By  the  end  of  this  decade,  there  will  be  35  million  people  over  age  65,  representing  over  13 
percent  of  the  U.S.  population;  the  number  of  adults  over  age  85  will  have  increased  to  a  total  of  4.6 
million.   APA  urges  that  additional  research  be  funded  on  the  course  of  normal  aging.    It  surprises 
some  to  hear  that  most  older  Americans  have  only  minor  health  problems,  live  in  the  community 
rather  than  nursing  homes,  and  maintain  themselves  independently.    Research  on  normal,  healthy  aging 
provides  a  basis  for  comparison  for  studying  abnormal  aging,  thus  increasing  our  ability  to  prevent, 
identify,  and  treat  pathology.   This  research  often  has  broad  implications  for  improving  the  health  and 
well-being  of  older  adults.   We  particularly  encourage  this  Subcommittee  to  support  additional 
research  at  NIA  on  the  basic  mechanisms  and  components  of  memory.   Research  on  normal  changes 
in  memory  across  the  lifespan  has  relevance  to  research  on  Alzheimer's  disease,  cognitive 
rehabilitation,  and  other  specific  conditions. 
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NIA  has  funded  innovative  basic  research  on  cognitive  and  perceptual  functioning.  One  such 
study  has  shown  that  a  visual  processing  problem  in  what  the  scientists  have  termed  the  "useful  field 
of  view"  contributes  inordinately  to  older  drivers'  traffic  accidents  at  intersections.   Older  adults  with 
this  problem  have  responded  successfully  to  training,  which  enables  them  to  drive  and  thus  to  remain 
independent   Studies  such  as  this  need  wider  field  tests  so  that  community  service  agencies  can  adapt 
them  for  programs  to  improve  the  lives  of  many  older  adults.  APA  recommends  that  $3  million  be 
appropriated  for  NIA  to  conduct  field  trials  of  promising  behavioral  interventions  to  enhance  the 
abilities  of  older  adults  to  live  independently. 

APA  also  recommends  the  appropriation  of  $5  million  for  research  on  family  caregiving  for 
Alzheimer's  disease.   There  is  currently  little  research  on  caring  for  Alzheimer's  victims  in  the  home, 
despite  tire  fact  that  many  families  are  struggling  with  that  responsibility.   This  research  is  essential  for 
developing  interventions  to  improve  care,  diminish  burdens  on  families,  and  decrease  societal  costs. 

National  Institute  of  Environmental  Health  Sciences  (NIEHS) 

APA  is  encouraged  by  renewed  interest  at  NIEHS  in  behavioral  neurotoxicology  to  help 
identify  the  deleterious  behavioral  effects  of  common  environmental  agents,  to  help  develop  screening 
tests  for  potential  neurotoxicity,  and  to  help  define  and  guide  the  determination  of  mechanisms  of 
toxicity.   NIEHS  has  also  recognized  the  potential  contributions  of  behavioral  science  in  the  prevention 
of  environmentally-related  diseases,  including  the  evaluation  and  improvement  of  programs  designed  to 
reduce  environmentally-related  diseases,  and  the  role  of  behavioral  risk  factors  in  exposure. 

APA  recommends  that  funding  to  NIEHS  for  extramural  and  intramural  research  programs 
be  expanded  by  ten  percent,  with  that  increase  to  be  directed  to  behavioral  research.    Since  so  little 
behavioral  research  is  now  being  supported  at  NIEHS,  APA  urges  Congress  to  direct  NIEHS  to  use 
these  funds  to  issue  a  new  series  of  requests  for  applications  (RFAs)  in  the  area  of  neurotoxicology  to 
identify  behavioral  markers  of  the  subclinical  effects  of  exposure  to  toxic  substances,  and  an  additional 
series  of  RFAs  to  examine  behavioral  factors  in  the  prevention  of  environmental  diseases  to  increase 
our  understanding  of  risk-taking  behavior  and  the  contribution  of  stress  to  adverse  health  effects. 

These  changes  would  help  restore  the  balance  between  behavioral  research  and  basic 
neuroscience  research  that  was  disturbed  by  the  1987  internal  NIEHS  reorganization  that  de- 
emphasized  environmental  neurotoxicology  and  behavioral  research.   The  potential  contributions  of 
behavioral  research  to  the  NIEHS  research  mission  have  been  recognized  by  its  Director,  and  we 
concur  with  his  assessment  of  the  importance  of  this  research  to  the  public's  health. 

National  Institute  of  Mental  Health  (NIMH) 

NIMH  supports  a  very  broad  range  of  research,  training,  and  knowledge  dissemination 
activities  related  to  the  prevention  and  treatment  of  mental  illness.   These  activities  include  basic  and 
applied  social  and  behavioral  research,  as  well  as  biomedical  research,  on  mental  health  problems. 
We  are  pleased  the  NIMH  has  initiated  a  review  of  their  basic  behavioral  research  portfolio  to  identify 
new  and  emerging  opportunities  for  behavioral  research,  and  encourage  the  Subcommittee  to  review 
this  report,  which  will  be  released  in  December,  1993.   NIMH  is  also  funding,  for  the  first  time,  a 
behavioral  science  research  center,  and  we  encourage  additional  support  for  this  initiative. 

NIMH  supports  a  broad  cognitive  science  portfolio  ranging  from  cognitive  neuroscience  to 
research  on  mechanisms  of  thinking  and  memory.  The  systematic  study  of  both  normal  and  disturbed 
cognitive  processes  is  vital  for  our  understanding  of  mental  disorders  characterized  by  cognitive 
deficits.   APA  urges  sufficient  funding  for  NIMH  to  broaden  their  cognitive  science  research  portfolio. 

Prevention  Services  Research  Demonstrations.   The  prevention  of  emotional  disorders  is  one  of 
the  most  exciting  fields  in  mental  health  services  research  and  holds  significant  promise  for  reducing 
mental  health  problems  for  children  and  youth.   NIMH  has  supported  prevention  services  research  over 
the  past  ten  years.   Although  the  NIMH  program  has  been  a  small  one,  this  research  has  led  to  major 
advances  in  the  development  of  preventive  interventions,  particularly  with  respect  to  mental  disorders 
among  children  and  adolescents,  suicide  attempts  among  adolescents  and  adults,  and  the  negative 
impacts  of  stress  among  young  adults.   The  reorganization  of  ADAMHA  transferred  authority  for  the 
research  demonstrations  to  the  new  Center  for  Mental  Health  Services,  although  NIMH  retained 
funding  responsibility  for  the  existing  research  demonstration  projects,  which  primarily  target 
prevention  of  high-risk  behavior  in  adolescents.  APA  strongly  supports  continuation  of  the  Prevention 
Services  Research  Demonstration  program,  and  recommends  funding  of  $10  million  to  expand  it. 

Substance  Abuse  and  Mental  Health  Services  Administration 

Center  for  Mental  Health  Services 

APA  recommends  $10  million  for  FY  1994  to  fund  the  Mental  Health  Services  Prevention 
Demonstration  Program.   Research  on  the  prevention  of  mental  disorders,  funded  by  NIMH,  has 
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progressed  rapidly  in  recent  years.  Following  these  advances  in  prevention  research,  support  is  needed 
to  transrate  these  advances  into  well-evaluated  mental  health  services  programs.    Although  CMHS  was 
charged  in  the  ADAMHA  Reorganization  Act  with  developing  and  coordinating  federal  programs  and 
policies  on  the  prevention  of  mental  and  emotional  disorders  and  the  promotion  of  mental  health,  no 
funds  were  appropriated  in  FY  1993  to  support  these  activities.   Funding  of  this  program  would  permit 
the  Held  testing  and  evaluation  of  the  most  promising  intervention  models  for  dealing  with  mental 
health  problems  of  children  and  adolescents. 

Children's  Mental  Health  Grants  Program.  APA  recommends  $150  million  for  this  new 
program,  which  is  designed  to  fund  community-based  mental  health  programs  for  seriously 
emotionally  disturbed  children.    Of  the  estimated  three  to  four  million  children  with  a  serious 
emotional  disturbance,  only  about  20  percent  receive  appropriate  care.   Another  substantial  proportion 
are  placed  in  inappropriate  residential  care  settings,  all  too  frequently  located  in  another  state.   Funding 
of  this  program  will  help  build  a  system  of  appropriate  and  cost-effective  community-based  mental 
health  care  for  these  children.   The  recommended  appropriation  would  support  awards  to  15  to  20 
states. 

CMHS  Clinical  Training.   The  CMHS  clinical  training  program  is  designed  to  increase  the 
number  of  mental  health  personnel  in  community-based  public  facilities,  such  as  community  mental 
health  centers.   The  program  focuses  on  training  to  provide  services  to  several  populations  with  critical 
needs   -  adults  with  severe  mental  illness  (including  those  who  are  homeless),  children  and  adolescents 
with  serious  emotional  disturbances,  elderly  persons  with  mental  disorders,  people  with  mental  illness 
who  live  in  rural  areas,  and  persons  with  mental  illness  who  are  from  racially  and  ethnically  diverse 
backgrounds.   Support  is  given  through  the  Minority  Fellowship  Program  for  recruitment  and  training 
of  students  from  racially  and  ethnically  diverse  backgrounds,  and  from  disadvantaged  backgrounds,  to 
enter  mental  health  careers.  APA  recommends  $10.8  million  for  CMHS  clinical  training.   The 
recommended  level  of  funding  will  maintain  the  program  during  this  evaluation  phase,  with  higher 
levels  of  funding  to  be  expected  in  the  future  to  implement  recommendations  generated  through  this 
process  for  meeting  human  resources  development  needs.  Finally,  a  report  to  Congress  evaluating  the 
clinical  training  program  was  due  from  CMHS  in  April,  yet  has  not  been  forthcoming. 

AIDS  PREVENTION 

Behavioral  approaches  present  the  greatest  hope  for  preventing  HIV  infection,  and  controlling 
the  spread  of  AIDS.   The  pressing  need  for  AIDS-related  behavioral  research  includes  not  only 
primary  prevention  research  but  also  research  to  facilitate  the  conduct  of  clinical  trials  of  vaccines  in 
humans,  and  to  improve  the  emotional  and  physical  health  of  persons  living  with  HIV  disease. 
Prevention  Services.   The  FY  1992  cut  in  AIDS  prevention  service  dollars  to  the  Centers  for  Disease 
Control  (CDC)  has  had  a  devastating  impact  on  prevention  efforts  at  community-based  agencies, 
especially  those  serving  individuals  from  racially  and  ethnically  diverse  backgrounds.    Although 
persons  of  color  continue  to  be  affected  and  infected  at  disproportionate  rates,  they  have  been  largely 
ignored  in  federal  prevention  efforts.   The  $15  million  dollars  taken  out  of  the  CDC  AIDS  prevention 
budget  two  years  ago  must  be  restored  as  soon  as  possible. 

However,  a  restoration  of  funds  at  CDC  alone  is  not  enough  to  fully  address  pressing  AIDS 
prevention  needs.  APA  estimates  that  $300  million  is  needed  for  adequate  funding  of  federal  HIV 
prevention  efforts  that  focus  on  behavioral  change  (rather  than  counseling  and  testing).   We  urge  the 
Subcommittee  to  make  those  funds  available. 

Prevention  Research.   NIMH,  NIDA,  and  NIAAA  are  the  lead  federal  agencies  developing  new  ways 
to  prevent  the  spread  of  HIV.   There  has  been  far  too  little  recognition  of  the  importance  of  these 
programs  in  battling  the  spread  of  HIV  and  the  important,  far  reaching  implications  of  work  underway 
at  these  Institutes  has  not  been  effectively  communicated  to  the  field.  APA  recommends  $100  million 
for  NIH-supported  behavioral  and  social  research  and  training  related  to  AIDS.     We  continue  to  be 
concerned  about  program  balance  and  insufficient  allocation  of  limited  resources  to  the  behavior 
change  research  portfolios  of  the  NIH  Institutes.    Prevention  should  be  the  topmost  priority  of  these 
programs  in  FY  1994. 

Greater  attention  must  be  placed  on  identifying  community-wide  interventions  that  can  assist  in 
advancing  the  work  of  community-based  prevention  programs.   The  NIH  Institutes  should  work  with 
the  CDC  and  the  Assistant  Secretary  for  Health  lo  identify  innovative  funding  collaborations  to  link 
scientists  in  this  area  with  local  community  service  providers.    APA  recommends  $6  million  for 
researcrf-scrvices  collaborative  programs  to  bring  together  AIDS  service  providers  and  social  scientists 
through  a  joint  grant  making  project  between  the  NIH  and  the  CDC,  and  $3  million  to  fund  a  program 
of  AIDS  mental  health  services  research  at  NIMH. 
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STATEMENT  OF  ALAN  G.  KRAUT,  ON  BEHALF  OF  THE  AMERICAN 

PSYCHOLOGICAL  SOCIETY 

Overall  for  NIH  in  FY  94,  the  American  Psychological  Society  endorses  the  recommendations  of 
the  Coalition  for  Health  Funding  and  the  Ad  Hoc  Group  for  Medical  Research  Funding,  calling 
for  $11.6  billion.    For  the  National  Institute  of  Mental  Health  (NIMH)  we  endorse  the 
recommendations  of  the  Mental  Health  Liaison  Group,  which  has  proposed  $635.2  million  for 
research  programs,  $35.5  million  for  research  training,  and  $45.8  million  for  research 
management  and  support.   We  also  have  several  policy  recommendations  for  NIH. 


APS  Recommendation  #1: 
Preserve  the  behavioral  science  missions  of  NIMH.  N1DA.  NIAAA  in  FY  94 

Exciting  changes  have  taken  place  for  behavioral  science  at  NIH.    First  is  the  arrival  of 
three  new  NIH  Institutes,  each  with  a  substantial  behavioral  science  component:    NIMH,  the 
National  Institute  on  Drug  Abuse  (NIDA),  and  the  National  Institute  on  Alcoholism  and 
Alcohol  Abuse  (NIAAA).   We  are  concerned  that  being  at  NIH  places  the  behavioral  science 
missions  of  these  Institutes  in  jeopardy,  given  NIH's  overwhelmingly  biomedical  orientation. 
The  conference  report  accompanying  the  transfer  was  encouraging  in  addressing  this  concern: 

The  conferees  do  not  intend  the  reorganization  to  diminish  the  important  behavioral  science 
portfolios  of  the  three  former  ADAMHA  institutes.   Indeed,  the  conferees  expect  that  the  transfer  of 
these  three  institutes  will  bring  to  all  of  the  NIH  Institutes  an  increased  appreciation  for  an 
emphasis  on  behavioral  science  and  health  services  research.   The  conferees  reiterate  their  strong 
support  for  psychological,  behavioral  and  social  research  in  the  understanding  of  mental,  addictive 
and  physical  disorders.  (H.  Rpt    102-522,  p.  127) 

The  clear  intention  is  that  behavioral  science  should  remain  a  strong  part  of  the  three  Institutes 
plus  behavioral  science  should  be  advanced  throughout  NIH.   We  ask  this  Subcommittee  to 
uphold  this  policy  in  the  FY  94  Appropriations  for  the  three  Institutes  and  to  direct  NIH  to 
capitalize  on  their  presence  to  improve  its  overall  behavioral  research  efforts. 

APS  Recommendation  #2: 
$1.5  Million  for  the  Office  of  Behavioral  and  Social  Science  Research 

The  other  sign  of  a  new  era  for  behavioral  research  at  NIH  is  the  recent  creation  of  the 
Office  of  Behavioral  and  Social  Science  Research  (OBSR).    Ideally,  OBSR  will  provide  the 
needed  expertise  and  momentum  to  overcome  the  inertia  of  NIH's  past  efforts  regarding 
behavioral  science,  and  to  gain  wider  recognition  for  the  role  of  behavioral  science  in 
addressing  physical  conditions  as  well  as  mental  and  addictive  diseases.    But  given  NIH's  history 
of  resistance  and  the  magnitude  of  the  OBSR  mission,  Congress  needs  to  maintain  a  watchful 
eye.   For  example,  this  Subcommittee  has  repeatedly  asked  NIH  to  develop  a  comprehensive 
multi-year  plan  on  health  and  behavior  research,  and  to  indicate  a  plan  for  increasing  the  level 
of  funding  for  research  in  this  area  --  currently  estimated  to  be  approximately  3  to  4  percent  of 
the  NIH  budget.   NIH  has  failed  to  produce  such  plans.   This  has  been  due  in  large  part  to 
conflicting  definitions  of  this  area  of  research,  a  lack  of  visibility  at  the  higher  levels  of  the  NIH 
central  structure,  and  a  lack  of  adequate  resources  for  developing  behavioral  initiatives. 

As  authorized  by  Congress  earlier  this  month,  the  first  responsibility  of  the  OBSR  will  be  to 
develop  a  standard  definition  of  "behavioral  science"  and  "social  science"  in  conjunction  with 
outside  groups  such  as  APS  and  other  representatives  of  the  behavioral  and  social  science 
community.   This  definition  will  be  the  basis  for  a  comprehensive  report  on  the  current  NIH 
behavioral  and  social  science  portfolio,  due  to  Congress  in  February,  1994. 

We  ask  that  this  Subcommittee  lend  its  full  support  to  the  creation  of  the  Office  of  Behavioral 
and  Social  Science  Research  by  taking  the  following  steps:    (1)    Encourage  the  NIH  Director  to 
move  quickly  to  establish  the  Office;  and  (2)  Provide  $1.5  million  to  establish  the  Office  and  to 
fund  the  development  of  the  required  report  within  the  authorized  time  frame. 
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Further,  we  ask  this  Subcommittee  to  direct  NIH  to  increase  its  commitment  to  research  in 
health  and  behavior;  personality  research;  social  and  developmental  psychology  across  the 
lifespan;  thinking  and  cognitive  science;  treatment  effectiveness;  psychopathology;  and  the 
biological  bases  of  behavior.   What  distinguishes  these  areas  of  research  is  that  they  focus 
primarily  on  the  whole  person,  many  times  in  the  context  of  the  family  or  social  structure.   As 
noted  in  the  NIH  authorization  conference  report,  research  that  uses  behavior  merely  as  a 
measure  to  determine  activity  at  cellular  or  molecular  levels  should  not  be  included  in 
estimates  of  behavioral  research  at  NIH. 


APS  Recommendation  #3: 
Support  Specific  NIMH  Behavioral  Science  Programs  in  FY  94 

NIMH  began  several  behavioral  research  activities  in  FY  93  in  part  as  a  result  of 
pressure  from  the  behavioral  science  community  and  from  this  Subcommittee.    In  FY  94,  we 
again  look  to  the  Subcommittee  for  its  help  in  assuring  these  programs  will  continue. 

NIMH  Behavioral  Science  Task  Force  -  NIMH  recently  embarked  on  its  most  comprehensive 
assessment  to  date  of  basic  behavioral  and  psychosocial  research.    We  are  proud  that  APS 
President  Gordon  Bower  has  been  asked  to  lead  this  important  NIMH  effort.   The  result  will 
be  a  national  plan  for  behavioral  science  research  similar  to  other  NIMH  reports  that  have 
shaped  the  Institute's  programs  in  schizophrenia,  child  and  adolescent  mental  disorders,  and 
neuroscience.    But  it  also  will  be  of  interest  to  the  broader  National  Institutes  of  Health  (NIH) 
as  well  as  Congress,  where  it  is  hoped  the  report  will  strengthen  support  for  basic  behavioral 
science.   The  Task  Force  report  could  be  presented  to  the  NIMH  National  Advisory  Council 
possibly  as  soon  as  December  1993.   We  ask  the  Subcommittee  to  lend  its  full  support  to 
NIMH's  Behavioral  Science  Task  Force  and  to  urge  NIMH  to  report  back  to  Congress  with 
plans  for  implementing  the  recommendations  of  the  Task  Force  report. 

NIMH  Behavioral  Science  Centers  --  NIMH  has  announced  the  establishment  of  at  least  one, 
and  perhaps  two  behavioral  science  research  centers.  The  first  of  its  kind  at  NIMH,  the 
Centers  for  Behavioral  Science  Research  will  focus  on  basic  behavioral  science  related  to 
mental  health.  The  idea  for  the  centers  program  was  first  proposed  by  APS  in  1990.   Over  the 
past  three  years,  this  Subcommittee  supported  the  efforts  of  NIMH  and  APS  to  create  these 
centers,  and  with  increasingly  directive  language  in  Congressional  Appropriations  reports  this 
important  goal  has  finally  been  accomplished.  This  would  not  have  been  done  without  you  and 
we  appreciate  it  very  much. 

In  FY  93,  up  to  $1  million  is  expected  to  support  either  one  or  two  centers.    Although  the 
Institutes  leadership  is  supportive  of  this  program,  the  Fiscal  questions  remain:   will  these 
centers  will  be  continued  in  future  years,  and  will  NIMH  award  grants  for  additional  behavioral 
science  centers  in  94.    For  FY  94,  we  are  seeking  Congressional  support  for  continuing  the 
behavioral  science  centers  program.    Specifically,  we  ask  this  Subcommittee  to  set  aside  at  least 
$1  million  to  fund  additional  behavioral  science  centers  in  FY  94,  and  to  direct  NIMH  to 
commit  to  the  behavioral  science  centers  as  an  ongoing  program. 

The  Graying  of  Behavioral  Science  Researchers  at  NIMH  -  In  previous  testimony,  I  described 
an  alarming  decline  in  support  for  young  psychologists  and  social  science  researchers  at  NIMH. 
If  this  trend  is  not  reversed,  the  result  will  be  a  deepening  erosion  in  the  nation's  ability  to 
study  the  psychological,  behavioral,  and  social  factors  associated  with  the  health  and  welfare  of 
its  people.   The  Subcommittee  has  addressed  this  issue  in  previous  appropriations  report 
language.    In  1992,  NIMH  began  reviewing  the  data  on  training  support,  and  since  then  there 
has  even  been  a  policy  decision  to  create  a  research  support  mechanism  that  will  be  geared  to 
newer  investigators  in  the  behavioral  sciences.    However,  the  new  mechanism  has  not  yet 
emerged,  increasing  the  sense  of  urgency.   We  ask  the  Subcommittee  to  encourage  NIMH  to 
make  this  a  priority  in  FY  94,  and  to  direct  the  Institute  to  specify  what  mechanisms  will  be 
used  to  reverse  this  alarming  decline  in  support  for  young  behavioral  science  investigators. 
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Summary  of  APS  Recommendations  for  Other  NIH  Programs 

National  Institute  of  Child  Health  and  Human  Development  --  Direct  NICHD  to  continue 
funding  normative  behavioral  research  on  ethnic  minorities  and  research  on  middle  childhood 
development. 

National  Institute  on  Drug  Abuse  --  Provide  funding  for  clinical  trials  for  behavioral  and 
psychological  interventions  for  substance  abuse. 

National  Heart.  Lung  and  Blood  Institute  --  Direct  NHLBI  to  fund  additional  research  on  the 
connections  between  heart  disease  and  psychosocial  factors,  and  urge  development  of  research 
initiatives  which  apply  this  knowledge  to  clinical  practice. 

National  Institute  on  Aging  --  Encourage  NIA  to  provide  $3  million  for  five  multi-site  projects 
to  explore  the  most  promising  of  behavioral  interventions  to  enhance  cognitive  functioning  and 
to  provide  the  required  funding. 


STATEMENT  OF  R.  CHARLES  HARKER,  ON  BEHALF  OF  THE 
AMERICAN  PHYSICAL  THERAPY  ASSOCIATION 

The  American  Physical  Therapy  Association  (APTA),  the  national  Association 
representing  over  56,000  physical  therapists,  physical  therapist  assistants  and  students  of 
physical  therapy,  submits  the  following  comments  relative  to  the  appropriation  of  Title 
VII  funds  of  the  Public  Health  Service  Act. 

As  the  Subcommittee  is  aware,  the  nation  continues  to  face  serious  shortages  of  key 
rehabilitation  professionals,  with  the  most  dramatic  need  being  physical  therapists. 
Physical  therapists  help  900,000  individuals  daily  to  restore  health  and  alleviate  pain. 
Working  with  people  of  all  ages,  physical  therapists  treat  children  in  public  schools  who 
are  disabled  or  need  special  attention,  senior  citizens  in  nursing  homes  suffering  from 
arthritis  or  hip  injury,  patients  in  hospitals,  athletes  recovering  from  injury,  employees  of 
industrial  plants  injured  at  the  workplace,  infants  born  of  cocaine-addicted  mothers,  and 
veterans  coping  with  an  amputated  leg  or  paralysis.   Today's  physical  therapy  profession 
serves  a  dynamic,  comprehensive  health  care  role  In  improving  and  maintaining  the 
quality  of  life  for  millions  of  Americans.   Many  facilities  including  hospitals,  nursing 
homes,  home  health,  rehabilitation  agencies  and  other  service  providers  are  Increasingly 
unable  to  recruit  sufficient  numbers  of  physical  therapists.   The  skill  and  services  of  these 
practitioners  are  critically  important  in  the  provision  of  preventive,  diagnostic  and 
treatment  services  to  the  elderly,  the  chronically  ill  and  individuals  with  disabilities. 

There  are  an  estimated  80,000  licensed  physical  therapists  in  the  U.S.  today.   Of  this 
population,  80%  (64,000)  work  full  time,  17%  work  part  time,  3%  (2,400)  are  not 
working  or  are  retired.   Thus  the  current  work  force  Is  estimated  to  be  77,600.    Using  the 
latest  data  available  from  the  bureau  of  Labor  Statistics,  there  are  an  estimated  93,000 
physical  therapist  jobs  available  In  the  U.S.  today.   Therefore,  the  demand  for  physical 
therapists  exceeds  the  supply  by  15,400.    The  practice  settings  experiencing  the  greatest 
shortages  are  rehabilitation  centers,  hospitals,  schools,  nursing  homes,  and  home  health 
agencies.   It  should  be  noted  that  patients  of  all  age  ranges  are  affected. 

A  large  number  of  qualified  students  are  adversely  affected  by  a  lack  of  funding.    If 
funds  were  available  to  expand  programs  (which  would  Increase  enrollment),  greater 
numbers  or  physical  therapists  could  be  graduated  to  meet  the  demand.    Research 
conducted  by  the  APIA  has  shown  that  the  application  to  acceptance  ratio  in  physical 
therapy  entry-level  education  programs  is  nearly  5:1. 

Physical  therapy  education  is  suffering  from  a  severe  lack  of  resources  including  a 
shortage  or  qualified  faculty.   The  final  report  of  the  Task  Force  or  Faculty  Shortage 
(November  1985),  funded  by  the  APTA,  predicted  that  an  additional  300  faculty  prepared 


614 


at  the  doctoral  level  will  be  needed  to  teach  in  physical  therapy  entry-level  education 
programs  by  1997.   This  number  did  not  account  for  increases  in  the  number  of 
programs  or  Increases  in  the  number  of  students  enrolled.    Consequently,  the  number  of 
faculty  must  be  increased  beyond  this  figure  to  meet  the  increase  in  class  sizes  necessary 
to  graduate  the  additional  therapists  to  meet  the  demand. 

As  of  December,  1992,  there  were  131  accredited  physical  therapy  programs  and  126 
physical  therapist  assistant  programs.    In  addition,  as  of  December,  1992,  there  were  24 
developing  physical  therapy  programs  and  25  developing  physical  therapist  assistant 
programs.   The  number  of  physical  therapist  students  graduating  in  the  1991-1992 
academic  year  is  estimated  to  be  4,533. 

Based  on  these  statistics,  it  Is  obvious  that  the  number  of  available  physical  therapist 
positions  far  exceeds  the  current  supply  of  graduates  from  physical  therapist  education 
programs.   The  solution  to  the  inadequate  supply  problem  is  to  increase  the  number  of 
physical  therapists  by  expanding  the  number  of  faculty  and  the  class  size  in  existing 
programs.   The  success  of  this  solution  relies  on  appropriating  increased  funds  for  Title 
VII  or  the  Public  Health  Service  Act. 

With  the  priorities  of  the  103rd  Congress  shifting  more  toward  health-care-related  issues, 
now  is  the  time  to  address  the  need  for  increased  funding  for  health  care  education.    By 
appropriating  increased  funding  you  expand  not  only  the  faculty  to  teach  physical 
therapists,  but  also,  increase  the  number  of  physical  therapists  available  to  meet  the 
rehabilitation  needs  of  the  American  people. 

Mr.  Chairman,  Subcommittee  Members,  the  APTA  urges  that  you  Include  language  in 
the  appropriation  bill  directing  that,  due  to  (he  severe  shortage  of  physical  therapists,  the 
Secretary  of  Health  and  Human  Services  give  special  consideration  to  physical  therapy  in 
providing  funding  for  educational  purposes;  and  that  the  appropriation  level  for  FY'94 
be  at  a  level  suitable  to  meet  the  growing  physical  therapy  needs  of  the  American  people. 

The  APIA  acknowledges  the  fiscal  crisis  that  America  faces  today.   Congress  does  not 
have  an  easy  or  enviable  task  when  making  decisions  that  deal  with  the  deficit.    We  share 
your  concern  and  empathize  with  your  situation.   However,  an  increase  in  Title  VII  funds 
will  go  toward  meeting  the  needs  of  those  Individuals  with  disabilities,  injuries  or  In 
search  of  healthier  lifestyles.   The  Bureau  of  Labor  Statistics  and  other  data  demonstrate 
that  the  need  for  these  services  are  real  and  in  many  cases  not  being  met.   In  addition, 
addressing  the  short  fall  In  the  allied  health  professions  by  increasing  the  number  of 
faculty  and  expanding  physical  therapy  programs  will  benefit  America  by  producing 
more  physical  therapists,  putting  more  people  to  work;  and  will  improve  access  to  health 
care  services. 

For  fiscal  year  1993,  Congress  appropriated  $3.4  million  to  I>e  used  for  grants  for  allied 
health  faculty  and  program  development  up  from  $2.7  million  appropriated  in  1992. 
APIA  appreciates  the  committee's  recognition  of  the  need  for  these  funds  and  the 
benefits  they  bring  to  society.   Unfortunately,  this  does  not  begin  to  meet  the  funding 
needs  of  physical  therapy  and  the  other  allied  health  professions.   An  indication  of  this 
Inadequacy  is  reflected  in  the  fact  that  the  Bureau  of  Health  Professions  received  115 
grant  proposals  for  FY'93,  but  was  only  able  to  provide  funding  for  JO  of  them. 

The  President's  FY'94  Budget  Is  now  before  you.    The  President  has  recommended  $2.3 
million  to  be  used  for  Allied  Health  Special  Projects.   This  cut  of  $1.1  million  from  last 
year  will  have  a  detrimental  affect  on  the  existing  programs.    If  level  funding  Is  not 
provided,  the  Bureau  of  Health  Professions  will  !>c  forced  to  cut  off  monies  that  were 
promised  to  the  grant  recipients.   Those  programs  receiving  funding  last  year  were 
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chosen  on  their  merits  and  should  be  permitted  to  continue. 

At  a  time  when  the  nationwide  shortage  of  physical  therapists  has  become  acute,  the 
expansion  of  physical  therapy  educational  programs  is  vital.    ATI  A  appreciates  your 
continued  dedication  to  the  well-being  of  the  many  Americans  who  require  our  services. 


STATEMENT  OF  DR.  MORDECAI  BLAUSTEIN,  ON  BEHALF  OF  THE 
AMERICAN  PHYSIOLOGICAL  SOCIETY 

Mr.  Chairman  and  Members  of  the  Subcommittee: 

My  name  is  Mordecai  Blau stein,  and  I  am  a  member  of  the  Council  of  the  American 
Physiological  Society  (APS).   The  APS,  whose  members  are  concerned  with  understanding 
the  vital  processes  of  living  organisms,  is  the  oldest  American  professional  society  dedicated 
to  biomedical  research.   Our  7400  members  include  many  Nobel  laureates  and  members  of 
the  National  Academy  of  Sciences. 

I  myself  am  a  research  scientist  at  the  University  of  Maryland  School  of  Medicine  in 
Baltimore,  where  I  am  Professor  and  Chairman  of  the  Department  of  Physiology.   My 
research  concerns  the  mechanisms  that  lead  to  high  blood  pressure.   Two  years  ago  my 
colleagues  and  I  discovered  that  the  adrenal  gland  secretes  ouabain,  which  can  cause  high 
blood  pressure  when  its  secretion  is  chronically  elevated.    Ouabain  derived  from  plants  was 
used  for  many  years  to  treat  heart  failure,  but  we  discovered  that  it  is  also  a  naturally- 
occuring  human  hormone.   This  discovery  may  lead  not  only  to  new  therapies,  but  to  earlier 
diagnosis  and  perhaps  to  new  methods  to  prevent  high  blood  pressure.    About  60  million 
Americans  have  high  blood  pressure,  which  is  a  major  risk  factor  for  strokes  and  heart 
attacks.    I  should  emphasize  that  our  discovery  was  serendipitous  and  was,  in  part,  a  result 
of  research  that  I  did  on  barnacle  muscle;  this  is  a  prime  example  of  the  way  that 
investigator-initiated,  non-targeted  basic  research  pays  off. 

The  American  Physiological  Society  is  pleased  to  have  this  opportunity  to  bring  the 
Subcommittee  its  views  and  recommendations  for  biomedical  research  at  the  National 
Institutes  of  Health  (NIH)  in  fiscal  year  1994. 

The  biomedical  research  community  is  keenly  aware  of  the  support  that  you  and  this 
Subcommittee  have  given  to  biomedical  research  over  the  years,  even  in  the  face  of 
increasing  budgetary  constraints.   We  are  confident  that  your  faith  is  well-placed  because 
biomedical  research  continues  to  hold  out  the  only  hope  for  people  who  are  suffering  from 
diseases  and  disabilities  about  which  we  simply  do  not  yet  know  enough  to  be  able  to  offer 
treatment  or  cure.   Our  nation  must  continue  to  wage  the  battle  through  basic  research,  such 
as  that  conducted  by  physiologists  throughout  the  United  States. 

The  American  Physiological  Society  urges  the  Subcommittee  to  provide  the  NIH  with  $11.75 
billion  in  Fiscal  Year  1994  to  enable  it  to  award  6,800  investigator-initiated  new  and 
competing  research  grants,  as  recommended  by  the  FASEB  Consensus  Conference.  This 
grant  total  includes  6,000  NIH  grants,  along  with  800  grants  for  the  research  institutes  that 
formerly  were  housed  within  the  Alcohol,  Drug  Abuse,  and  Mental  Health  Administration 
(ADAMHA).   APS  also  endorses  the  recommendations  of  the  Ad  Hoc  Group  for  Biomedical 
Research  Funding,  which  likewise  recommended  6,800  new  and  competing  grants. 
Congressional  support  for  basic  research  is  particularly  important  in  FY  1994  since  NIH 
currently  estimates  that  it  will  only  be  able  to  fund  5634  new  and  competing  grants  in  FY 
1993,  as  compared  with  6,788  that  were  funded  in  FY  1992  by  NIH  and  ADAMHA 
combined.   This  precipitous  drop  in  grants  sends  a  chilling  signal,  particularly  to  young 
investigators  who  must  make  career-defining  decisions  about  whether  or  not  to  continue  with 
basic  research.    When  it  comes  time  to  stand  on  their  own  as  biomedical  investigators,  even 
if  their  research  ideas  are  given  top  ratings  by  their  peers,  can  they  get  the  funding  that  will 
enable  them  to  pursue  the  research?   Bright  young  scientists  and  their  mentors  will  be 
watching  with  great  care  to  decide  what  sort  of  future  there  is  in  biomedical  research. 
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But  the  importance  of  biomedical  research  goes  beyond  its  promise  of  prevention  and 
treatment  of  diseases  for  which  there  is  no  therapy.    It  also  contributes  to  improvements  in 
existing  methods  of  prevention  and  treatment  as  our  knowledge  base  expands.    Many  of  these 
preventions  and  treatments  are  then  commercialized  by  the  pharmaceutical  and  biotechnology 
industries,  thereby  contributing  to  our  nation's  economic  health. 

Bearing  in  mind  that  the  NIH  is  training  personnel  not  only  for  academic  medicine,  but  also 
for  industry,  the  APS  therefore  urges  that  NIH  be  provided  with  sufficient  funds  to  support 
14,020  trainees.   This  will  maintain  most  training  programs  at  current  levels,  while  allowing 
for  a  small  increase  in  the  Medical  Scientist  Training  Program  from  750  to  1,000  participants 
over  several  years.   This  six-year  M.D.-Ph.D.  program  has  been  singled  out  because  it  is 
recognized  as  the  most  successful  NIH  training  program  and  will  provide  many  of  the  next 
generation's  leading  researchers. 

All  NIH  pre-  and  postdoctoral  trainees  should  receive  the  increases  in  their  stipends 
recommended  by  the  National  Academy  of  Sciences.    Even  with  those  increases,  trainees' 
compensation  will  be  modest  in  comparison  with  their  level  of  education  and  the 
sophistication  of  their  work. 

Last  year  when  the  APS  came  before  your  Subcommittee,  the  NIH  was  engaged  in  an  effort 
to  develop  its  strategic  plan.   At  that  time,  physiologists  were  greatly  concerned  that  the  NIH 
might  overlook  the  importance  of  integrative  biology.   I  am  pleased  to  report  that  integrative 
biology  was  ultimately  identified  by  NIH  as  a  field  of  critical  science  and  technology. 
Continued  emphasis  on  integrative  biology  is  crucial  because  this  provides  the  framework 
from  which  major  gaps  in  our  knowledge  can  be  identified.    Answers  that  may  then  come 
from  other  critical  fields  such  as  molecular  medicine,  immunology  and  vaccine  development, 
and  structural  and  cell  biology,  must  then  be  re-integrated,  that  is,  the  answers  must  be 
applied  back  to  whole  organisms,  including  human  beings.   The  APS  therefore  urges  the 
Subcommittee  to  ensure  that  NIH's  efforts  to  pursue  its  strategic  plan  include  the  proposed 
emphasis  on  integrative  biology. 

Mr.  Chairman,  I  thank  you  again  for  your  past  support  for  biomedical  research  and  for  this 
opportunity  to  present  the  views  of  the  American  Physiological  Society. 


STATEMENT  OF  THE  AMERICAN  PUBLIC  POWER  ASSOCIATION 

The  American  Public  Power  Association  (APPA),  the  national  service  organization 
representing  more  than  1.750  local,  publicly  owned  electric  utility  systems, 
submits  this  statement  to  the  Senate  Appropriations  Subcommittee  on  Labor. 
1 11  IS.  Education  and  Related  Agencies  concerning  appropriations  lor  fiscal  year 
1994.    Our  comments  will  locus  on  the  Low  Income  Home  Energy  Assistance 
Program  (LIIIEAP)  and  ongoing  research  efforts  on  electric  and  magnetic  fields 
(EMF). 

Low  Income  Home  Energy  Assistance  Program 

The  Low  Income  Home  Energy  Assistance  Program  (LIHEAP)  is  a  needs  based 
block  grant  program  designed  to  provide  financial  support  for  consumers  with 
limited  or  fixed  incomes  to  help  them  meet  their  financial  obligations  to  their 
energy  suppliers.    It  is  estimated  that  LIHEAP  helps  provide  emergency  heating 
assistance  to  those  in  urgent  life  threatening  situations  as  well  as  cooling  assistance 
to  approximately  5.9  million  households  (down  from  7.1  million  in  1987).    Of  the 
LIHEAP  recipient  households,  more  than  half  represent  the  working  poor  or 
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elderly,  and  most  LIHEAP  households  do  not  receive  any  other  type  of  public 
assistance.   Over  60  percent  have  annual  incomes  of  $6,000  or  less. 

During  this  continued  period  of  economic  uncertainty  and  relatively  high  unemployment. 
LIHEAP  has  become  a  particularly  important  program.   Since  1989  more  than  two  million 
additional  households  have  fallen  below  the  federal  poverty  level,  resulting  in  over  24 
million  households  being  eligible  for  LIHEAP  assistance.    Unfortunately,  while  eligible 
households  continue  to  increase,  baseline  funding  for  LIHEAP  has  been  drastically  cut 
from  $2.1  billion  in  FY  1987  to  $1,437  billion  for  PY  1994.    While  funding  was  not  cut  in 
FY  1994.  it  remained  almost  constant  with  FY  93  figures.   At  its  current  baseline  funding. 
LIHEAP  serves  less  than  one  out  of  four  eligible  households. 

The  Administration's  proposed  Btu  tax  has  created  another  reason  for  increasing  baseline 
funding  for  LIHEAP.   Due  to  the  regressivity  of  the  energy  tax,  the  working  poor  will  be 
giving  up  a  larger  portion  of  their  income  to  home  energy  bills.   The  Clinton 
Administration  has  proposed  offsetting  the  regressivity  of  the  energy  tax  by  providing 
additional  funding  for  LIHEAP.   APPA  supports  offsetting  the  regressivity  of  an  energy 
tax  with  sufficient  LIHEAP  funds  to  low  income  households  to  help  them  meet  their 
household  energy  needs. 

Many  public  power  systems  have  implemented  measures  to  assist  their  low  income  and 
fixed  income  customers.   These  include  residential  conservation  and  demand  side 
management  programs  designed  to  reduce  energy  consumption,  as  well  as  special  rates  for 
low  income  households.   Although  these  local  programs  are  beneficial,  there  is  still  a  need 
for  increased  federal  aid.   Energy  is  an  essential  service  in  providing  and  achieving  an 
adequate  standard  of  living.   Absent  adequate  funding.  LIHEAP  will  be  unable  to  fully 
meet  that  goal.   Therefore,  APPA  supports  increased  funding  for  LIHEAP  not  only  to 
offset  the  potential  impacts  of  the  energy  tax,  but  also  to  enable  the  program  to  meet  the 
needs  of  aJl  eligible  customers. 

Electric  and  Magnetic  Fields  Research 

Electric  and  magnetic  fields  -  or  EMF  --  refers  to  the  electric  field  caused  by  voltage  and 

the  magnetic  field  surrounding  a  current-carrying  conductor.   Concerns  about  possible 

adverse  health  effects  from  exposure  to  EMF  have  grown  steadily  since  the  early  1970s. 

While  some  studies  have  shown  a  possible  link  between  childhood  leukemia  and  EMF 

exposure,  other  studies  have  shown  no  association  between  adverse  health  effects  and 

EMF.   However,  scientists,  electric  utilities  and  the  public  can  agree  on  one  point  -  an 
expanded  and  accelerated  research  program,  specifically  focused  on  health  effects,  is 

needed  to  investigate  and  resolve  the  questions  over  EMF. 

In  response  to  growing  public  concern  over  EMF  questions.  Congress  included  in  Section 
2118  of  the  1992  Energy  Policy  Act  (Public  Law  102-486)  a  new  National  EMF  Research 
and  Public  Information  Dissemination  Program.   This  legislation  authorized  a  five-year, 
$65-million  effort  (50  percent  of  which  is  to  come  from  non-federal  sources)  to  determine 
the  health  effects  of  EMF.  to  demonstrate  EMF  mitigation  technologies,  and  to 
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disseminate  information  to  the  public.    FX)E  is  charged  with  managing  the  overall 
program  and  conducting  research  in  the  areas  of  applied  engineering  and  mitigation.    In 
its  testimony  before  the  Energy  and  Water  Appropriations  Subcommittee.  APPA 
supported  FY  94  TX)E  funding  of  $6  million  for  on-going  EMF  programs,  as  well  as  an 
additional  $12  million  to  initiate  the  new  expanded  and  accelerated  National  EMF 
Research  and  Public  Information  Dissemination  Program.   Of  the  $12  million  in  new  DOE 
EMF  funding,  one-half  would  come  from  federal  funds,  while  the  other  half  would  come 
from  voluntary  contributions  by  electric  utilities,  electric  equipment  manufacturers,  and 
other  interested  parties. 

In  addition  to  the  EMF  work  being  conducted  by  IX)E.  various  agencies  under  the 
jurisdiction  of  the  Department  of  Health  and  Human  Services  have  conducted 
independent  EMF  research,  including:  the  National  Institute  of  Environmental  Health 
Sciences  (NIEIIS).  the  Food  and  Drug  Administration  (FDA),  the  National  Cancer 
Institute  (NCI)  and  the  National  Institute  of  Occupational  Safety  and  Health  (NIOSH). 
APPA  continues  to  support  these  research  efforts. 

Current  research  includes  NIEHS  animal  studies  to  evaluate  the  effects  of  magnetic  fields 
on  cancer  and  development.    The  National  Cancer  Institute  is  conducting  a  large-scale 
epidemiologic  study  to  examine  the  potential  relationship  between  childhood  leukemia  and 
residential  EMF  exposure.   APPA  applauds  these  agencies  for  their  continued 
commitment  to  EMF  research  and  supports  the  continued  funding  of  these  efforts. 

APPA  urges  the  Committee  to  continue  funding  these  ongoing  research  projects  and  to 
direct  NIEHS  and  NCI  to  coordinate  their  work  through  the  new  National  EMF  Research 
and  Public  Information  Dissemination  Program  established  by  Section  2118  of  the  Energy 
Policy  Act  of  1992. 


STATEMENT  OF  THE  AMERICAN  SLEEP  DISORDERS  ASSOCIATION 

The  American  Sleep  Disorders  Association  represents  over  2,000  physicians  and  scientists  who  have  dedicated  their 
careers  to  the  sleep  medicine  and  research  fields.  The  ASDA  is  the  only  professional  society  whose  mission  includes  improving 
medical  care  for  patients  with  sleep  disorders,  enhancing  sleep  research  and  fostering  public  awareness  about  sleep  and  its 
disorders.  As  the  only  professional  association  exclusively  dedicated  to  sleep  disorders  and  sleep  research,  we  are  pleased  tooffer 
our  views  regarding  the  fiscal  year  1994  funding  for  sleep  disorders  research  at  the  National  Institutes  of  Health. 

In  1988,  when  Congress  passed  legislation  reauthorizing  programs  at  the  National  Institutes  of  Health,  the  American 
Sleep  Disorders  Association  was  very  pleased,  as  that  bill  established  a  National  Commission  on  Sleep  Disorders  Research.  The 
Commission  was  charged  with  conducting  a  comprehensive  study  of  the  present  state  of  knowledge  of  sleep  disorders  and  with 
developing  a  long-range  plan  to  address  effectively  the  problems  of  sleep  deprivation  and  sleep  disorders,  including  legislative 
recommendations.  After  four  yean  of  research,  eight  public  hearings,  dozens  of  formal  position  papers  and  the  testimony  of 
hundreds  of  individuals  whose  lives  have  been  affected  by  sleep  disorders,  the  National  Commission  released  its  final  report  to 
Congress  in  September  of  1992. 
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Included  in  the  report  are  startling  findings  on  the  prevalence  of  sleep  disorders,  the  all-too-often  tragic  consequences 
of  sleepiness,  and  the  higher  morbidity  and  mortality  risk  associated  with  sleepdisorders.  The  Commission  determined  that  more 
than  40  million  Americans  are  chronically  ill  with  a  sleep  disorder;  an  additional  20-30  million  experience  intermittent  sleep  related 
problems;  ninety-five  percent  of  all  patients  with  a  sleep  disorder  remain  undiagnosed;  sleep  disorders  impose  a  high  toll  on  our 
country:  nearly  S16  billion  in  1990  in  direct  costs  alone  and  possibly  as  much  as  $50  billion  each  year,  considering  indirect  costs 
as  well.  The  problem  is  vast,  overwhelming,  preventable  and  treatable. 

Surprisingly,  the  Commission  discovered  widespread  ignorance  of  sleep  disorders  and  sleep  deprivation,  despite  their 
significant  prevalence  and  dire  consequences,  throughout  our  society.  Moreover,  the  National  Commission  found  that  even 
health  care  professionals,  particularly  primary  care  physicians,  lack  proper  knowledge  about  sleep  and  desperately  need  to  be 
educated  on  this  topic  The  Commission  also  found  that  many  important  aspects  of  sleep  remain  uninvestigated  due  to  a  lack  of 
funding.  The  federal  government  sponsors  little,  if  any,  research  on  some  of  the  most  vital  areas  of  study,  such  as  the  treatment 
of  insomnia  (which  affects  appmnmatety  one  in  three  Americans)  or  the  actual  function  of  sleep.  This  lack  of  knowledge  has 
contributed  to  maintaining  our  nation's  ignorance  about  sleep. 

In  accordance  with  its  mission  outlined  in  Public  Law  100-607,  the  National  Commission  made  six  recommendations 
to  meet  these  serious  problems.  The  cornerstone  of  these  recommendations  is  the  establishment  of  a  National  Center  for  Sleep 
Disorders  Research  within  an  existing  institute  of  the  National  Institutes  of  Health.  The  American  Sleep  Disorders  Association 
wholeheartedly  endorses  this  and  the  five  additional  recommendations.  A  National  Center  for  Sleep  Disorders  Research  will 
complement  the  sleep-related  research  currently  undertaken  by  the  various  NIH  institutes  and,  through  its  own  award  authority, 
will  encourage  and  support  supplemental  and  crosscutting  research.  In  addition,  it  will  develop  new  research  programs  and 
training  initiatives  in  the  field,  provide  a  mandate  for  the  healthcare  community  and  will  strive  to  educate  the  general  public  about 
sleep  and  sleep  disorders  through  a  nationwide  campaign.  In  addition  to  the  establishment  of  a  National  Center  for  Sleep 
Disorders  Research  and  a  major  public  awareness  campaign,  the  National  Commission  also  recommended  that  ongoing  sleep 
research  programs  be  strengthened,  that  accountability  be  established  in  federal  agencies,  and  that  improved  training  and  career 
development  program  of  health  professionals  be  improved. 

While  implementing  these  recommendations  will  not  be  inexpensive,  the  cost  of  ignoring  the  problem  is  staggering.  As 
stated  earlier,  the  National  Commission  found  that  sleep  disorders  will  cost  American  society  $16  billion  in  direct  costs  atone  in 
fiscal  year  1994.  Full  implementation  of  all  six  recommendations  represents  only  0 5%  of  this  cost  and  less  than  0. 1  %  of  direct 
and  indirect  costs  of  sleep  disorders  on  our  society.  Furthermore,  the  full  funding  of  a  National  Center  and  the  mounting  of  a 
public  awareness  campaign,  the  cornerstone  recommendations,  amounts  to  S  19.65  million,  less  than  0.02%  of  this  cost.  Never 
before  could  so  much  be  done  for  so  many,  for  so  liitle. 

The  American  Sleep  Disorders  Association  respectfully  requests  this  subcommittee  to  appropriate  $83.05  million  for 
fiscal  year  1994  so  the  recommendations  of  the  National  Commission  can  be  fully  implemented.  Furthermore,  we  request  that 
particular  emphasis  be  placed  on  the  National  Commission's  cornerstone  recommendations  -  the  funding  of  the  National  Center 
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for  Steep  Disorders  Research  ($16.4  million)  and  (he  public  awareness  campaign  ($3.25  million).    As  the  cornerstone 
recommendations,  their  full  funding  is  of  paramount  importance. 

In  order  to  appropriately  implement  these  necessary  policy  initiatives,  the  National  Commission  recommended  an 
appropriation  of  $83.05  million  for  fiscal  year  1994  programs: 

NATIONAL  COMMISSION  ON  SLEEP  DISORDERS  RESEARCH 

SUGGESTED  FUNDING  LEVELS 

(in  millions) 

National  Center  16.40 

Strengthen  ongoing  programs  S5.80 

Accountability  in  federal  agencies  1.10 

Training  and  career  development  2J0 

Education  of  health  professionals  4.00 

Public  awareness  campaign  325 


Total  8305 

When  we  presented  testimony  on  this  issue  last  year,  we  were  greatly  encouraged  by  the  subcommittee's  positive  statement 
regarding  the  National  Commission  and  the  establishment  of  a  National  Center  for  Sleep  Disorders  Research: 

The  Committee  is  pleased  that  the  long  range  plan  and  recommendations  of  the  National  Commission  on 
Sleep  Disorders  Research  are  nearly  complete.  The  Committee  looks  forward  to  receiving  these  recommen- 
dations and  encourages  the  N I H  to  review  these  issues,  including  the  possibility  of  establishing  a  center  for 
sleep  disorders,  carefully  as  the  1994  budget  request  is  developed. 

This  subcommittee  now  has  an  historic  opportunity  to  build  upon  these  supporting  statements  and  help  the  millions  of  American 

whose  lives  have  been  touched  by  the  devastating  effects  of  sleep  disorders. 

Inclosing,  we  would  like  to  thank  the  Chairman  and  the  entire  Committee  for  your  interest  and  efforts  on  behalf  of  sleep 
disorders  professionals  and  patients  throughout  the  nation.  We  appreciate  the  opportunity  to  present  testimony  on  this  issue. 


STATEMENT  OF  THE  AMERICAN  SOCIETY  FOR  MICROBIOLOGY 
Dear  Chairman  Harkin: 

The  American  Society  for  Microbiology  (ASM)  would  like  to  submit  the  following 
statement  for  the  record  on  the  Fiscal  Year  1994  budget  for  the  Centers  for  Disease  Control 
(CDC)     The  ASM  is  the  largest,  single,  biological  life  science  society  in  the  world,  with  an 
active  membership  of  over  39,000     Our  members  are  involved  in  basic  and  applied  research 
and  work  in  clinical  and  public  health  laboratories,  academia,  industry,  and  government 
service     The  ASM  recognizes  the  severe  budget  constraints  Congress  faces  this  year  and 
understands  the  difficult  decisions  and  choices  which  will  need  to  be  made     However,  the 
ASM  believes  the  budget  for  the  CDC  should  be  ,a  high  priority  for  the  nation  and 
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recommends  that  Congress  adopt  the  FY  1994  budget  proposal  for  the  CDC  which  has  been 
developed  by  the  CDC  Coalition    The  CDC  Coalition  is  comprised  of  a  diverse,  broad-based 
group  of  organizations  who  are  committed  to  improving  the  public's  health  with  cost-effective 
prevention  and  control  strategies.    For  FY  1994,  the  ASM  and  the  CDC  Coalition  are 
recommending  Congress  appropriate  $2.5  billion  for  the  CDC  to  adequately  address  the 
growing  spread  of  infectious  disease. 

Based  on  the  professional  expertise  of  our  membership  in  the  diagnosis,  prevention, 
and  control  of  infectious  disease,  we  would  like  to  focus  our  recommendations  for  the  CDC 
on  the  high  priority  programs  of  the  National  Center  for  Infectious  Diseases  (NCID),  one  of 
the  Centers  of  the  CDC.   NCID's  mission  is  to  investigate,  diagnose,  prevent,  and  control 
unnecessary  disease  and  death  caused  by  infectious  diseases    Infectious  diseases  cause 
numerous  illnesses  and  deaths  both  domestically  and  internationally,  and  are  increasingly 
threatening  our  nation's  health  as  documented  in  the  Institute  of  Medicine  Report,  Emerging 
Infections:   Microbial  Threats  to  Health  in  the  United  States,  1992    In  fact,  worldwide  travel 
and  migration  blur  the  distinctions  between  domestic  and  international  infectious  diseases 
and  their  affected  populations.    Resilient  microbes  can  be  carried  by  individuals,  food  and 
animals  across  a  nation's  border,  as  evidenced  by  the  cases  of  cholera  in  travellers  returning 
to  the  United  States    Various  parasitic  diseases,  once  considered  exotic  to  the  United 
States,  are  appearing  as  public  health  threats     In  order  to  prevent,  instead  of  only 
responding  to  disease  outbreaks,  the  NCID  needs  to  be  revitalized  with  increased  resources 
to  detect  and  prevent  new,  reemerging  and  drug-resistant  infectious  diseases.   The  NCID 
needs  to  re-build  and  improve  domestic  and  global  surveillance  networks  to  provide  early 
detection  and  monitoring  of  infectious  disease  threats.   The  NCID  applies  laboratory  and 
epidemiological  science  to  public  health  practice  and  develops  prevention  and  control 
strategies  to  combat  infectious  diseases. 

Infectious  diseases  not  only  cause  intense  human  suffering,  as  evidenced  by  the 
E.coli  outbreak  on  the  West  Coast,  causing  hemorrhagic  colitis  and  hemolytic  uremic 
syndrome,  mortally  affecting  children  ingesting  contaminated  food  at  fast-food  restaurants, 
but  also  continue  to  cause  severe  economic  burdens.   Direct  medical  costs  associated  with 
infectious  diseases  approach  and  may  surpass  $50  billion  (Draft  Report:    New,  Reemerging, 
and  Drug  Resistant  Infectious  Disease  Threats  to  Health  in  the  United  States  -  A  Vision  and 
a  Strategy  for  Prevention,  CDC,  page.  6).    Drug  resistance  represents  a  crisis  and  is  causing 
treatment  failure  and  much  higher  health  costs.    Costs  associated  with  infectious  diseases 
could  be  reduced  by  early  detection  and  control    New  and  reemerging  infectious  diseases 
also  are  appearing  to  cause  diseases  which  were  once  considered  non-infectious,  for 
example  the  apparent  relationship  between  Helicobacter  pylori  with  peptic  ulcer  diseases  and 
gastric  carcinoma,  human  papilloma  virus  with  cervical  cancer,  and  some  hepatitis  viruses 
with  chronic  liver  disease  and  liver  cancer. 

The  public  health  system's  ability  to  control  microbial  diseases  has  weakened.  Due  to 
scarce  resources,  the  system  reacts,  rather  than  anticipates  disease  problems.   For  example, 
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in  1983  (he  estimated  cost  of  a  tuberculosis  (TB)  elimination  plan  was  $36  million    Due  to  a 
lack  of  adequate  funds,  cost  saving  prevention  strategies  were  not  implemented,  and  TB 
elimination  did  not  occur    In  1991,  when  TB  containment  became  necessary,  the  federal 
portion  of  the  TB  action  plan  approached  $500  million. 

We  support  the  President's  proposed  budget  increase  for  the  following  programs 
within  the  immunization  plan;  the  Polio  Eradication,  Surveillance  and  Response,  Emerging 
Disease  Program,  Vaccine  Safety,  and  the  Vaccine  Research  and  Development  program     In 
addition,  the  ASM  supports  the  President's  budget  for  TB  control,  surveillance  and  research 
funds.    Core  federal  funding  for  CDC  for  the  prevention  and  control  of  infectious  disease, 
other  than  HIV/AIDS,  has  declined   substantially  in  the  last  decade    The  number  of  CDC  Full 
Time  Equivalents  (FTE'S)  within  NCID  devoted  to  infectious  diseases,  other  than  HIV/AIDS, 
has  decreased  more  than  10%  over  the  past  ten  years  (Draft  Report,  CDC  pg   34)     NCID 
faces  another  10%  cut  in  FTE's  in  FY  1994  if  current  funding  patterns  continue    This  will 
have  a  serious  deleterious  effect  on  the  ability  of  NCID  to  carry  out  it's  mission.    The  ASM 
urges  Congress  to  recognize  the  need  to  prevent  and  respond  to  1)  new,  re-emerging  and 
drug-resistant  infectious  diseases,  2)   foodbome  disease,  and  3)   infectious  diseases  in 
children  attending  child  care,  by  funding  the  following  initiatives  at  NCID 

The  Role  of  NCID 
One  of  the  most  important  activities  of  the  NCID  is  that  of  surveillance    Surveillance  is 
the  single  most  important  tool  for  discovering  which  infectious  disease  is  causing  what  public 
health  problem  and  determining  which  intervention  strategy  will  work.    It  provides  answers  to 
questions  of  mortality,  morbidity,  costs,  success  and  failure  of  particular  intervention 
strategies,  and  provides  insight  to  research  which  is  still  needed  to  solve  a  particular 
problem    NCID  initiates  public  health  action  that  includes  the  investigation  of  disease 
outbreaks,  the  design  and  implementation  of  interventions,  and  evaluation  and  effectiveness 
of  previous  interventions.    NCID  has  the  important  and  unique  role  of  researching  and 
applying  laboratory  and  epidemiological  tools  to  public  health  problems     NCID's  research 
efforts  are  focused  on  applied  research  aimed  directly  at  improving  the  understanding, 
preventing,  diagnosing,  and  controlling  of  infectious  diseases. 

New,  Reemerqinq.  and  Drug-Resistant  Infectious  Diseases 
Support  for  infectious  disease  surveillance  activities  has  eroded  and  has  caused  public 
health  microbiology  laboratories  to  deteriorate.    No  federal  resources  are  provided  to  states 
for  the  surveillance  for  food  and  water  borne  diseases  or  for  the  surveillance  of  drug 
resistance    Consequently,  the  nation's  ability  to  sense  new  and  reemerging  disease 
problems  has  declined,  as  evidenced  by  multi  drug  resistant  TB  in  the  US  and  cholera  in 
Latin  America     Surveillance  requires  resources  at  the  federal,  state,  and  local  levels 
Modern  technologies  offer  the  opportunity  to  design  more  efficient  and  effective  surveillance 
Advances  in  biotechnology  will  allow  simpler,  faster,  and  more  sensitive  diagnosis  of 
infectious  diseases 


623 


CDC  needs  lo  respond  to  infectious  disease  threats  by  promoting  appropriate  use  of 
antimicrobial  drugs,  biologies,  and  related  medical  devices    Staphylococcus  aureus,  a 
common  cause  of  infections,  threatens  to  develop  resistance  to  vancomycin,  the  last 
remaining  antibiotic  to  treat  serious  infections  from  already  antibiotic-resistant  strains 
Penicillin  resistance  is  emerging  in  Streptococcus  pneumonise,  the  most  common  cause  of 
bacterial  pneumonia     In  addition,  NCID  needs  to  ensure  appropriate  control  of  arthropod 
vectors  of  infectious  diseases  as  well  as  be  prepared  to  implement  intervention  strategies 
when  environmental  or  ecological  events  create  new  infectious  disease  threats.    The  ASM 
recommends  Congress  fund  this  initiative  at  $75  million  in  FY  94. 

Infectious  Disease  Prevention  in  Minority  and  Underserved  Populations 

Minority  and  underserved  populations  comprise  an  expanding  constituency  within  the 
United  States  which  experiences  a  5-10  times  greater  morbidity  and  mortality  caused  by 
infectious  diseases    The  social  and  cultural  diversity  of  these  populations  require  novel 
surveillance,  intervention  and  control  efforts  lo  improve  long-term  public  health  and  decrease 
health  care  costs.    We  commend  the  CDC  for  convening  the  March,  1993  NCID  conference 
"Infectious  Diseases  in  Minority  and  Underserved  Populations "    Specific  changes  in 
research,  training  and  prevention  strategies,  as  they  affect  minority  populations,  were 
recommended.    The  ASM  supports  the  goals  and  recommendations  of  the  report  and 
requests  Congress  appropriate  $9  0  million  to  CDC  to  accomplish  those  goals. 

Foodborne  Disease  Prevention 

The  recent  outbreak  of  E.  coli  0157H7  associated  with  consumption  of  hamburger 
highlights  the  need  for  continuing  research  on  how  the  food  industry  and  food  handling 
practices  affect  the  emergence  of  infectious  diseases     Over  80  million  foodborne  illnesses 
are  estimated  to  occur  each  year  in  the  US  New  causes  of  foodborne  disease  are  being 
identified.    Well  known  bacteria  are  causing  new  food-  borne  disease  problems  and  more 
foods  are  being  imported,  all  contributing  to  the  increase  and  severity  of  foodborne  diseases 
To  combat  the  problem  of  foodborne  disease,  NCID  needs  to  develop  active  surveillance, 
develop  new  laboratory  techniques  and  methods  for  identifying  foodborne  pathogens,  and 
work  with  CDC's  partners  in  prevention  of  foodborne  illness;  the  Food  and  Drug 
Administration  and  the  U.S.  Department  of  Agriculture.    The  ASM  recommends  this  program 
be  funded  at  $15  0  million  in  FY  94. 

Infectious  Disease  Prevention  in  Children  Attending  Child  Care 

Children  who  receive  out-of-home  child  care  are  2  to  18  limes  more  likely  to  contract 
an  infectious  disease    Also,  frequent  use  of  antibiotics  for  many  children  may  lead  to  drug 
resistance  among  an  increasing  number  of  pathogens  that  affect  children  in  child  care 
settings    CDC  could,  with  additional  resources,  conduct  broader  surveillance  to  determine 
health  risks  and  status,  develop  and  implement  rational,  scientifically  sound,  and  cost- 
effective  prevention  strategies.    The  ASM  recommends  Congress  fund  this  program  at  $12  5 
million. 
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Conclusion: 

The  CDC  needs  to  be  better  prepared  to  respond  to  the  emerging  infectious  diseases 
of  the  present  and  of  the  future     In  this  regard,  the  ASM  recommends  the  CDC  be  funded  at 
$2  5  billion  in  FY  1994.    The  ASM  also  recommends  Congress  recognize  the  problem  of 
emerging  and  drug-resistant  infectious  disease,  foodborne  disease,  and  infectious  diseases 
found  in  children  attending  day  care,  programs  within  the  NCID,  and  fund  those 
appropriately. 


STATEMENT  OF  AKIRA  E.  TAKEMORI,  ON  BEHALF  OF  THE 
AMERICAN  SOCIETY  FOR  PHARMACOLOGY  AND  EXPER- 
IMENTAL THERAPEUTICS 

Mr.  Chairman  and  Members  of  the  Subcommittee: 

Thank  you  for  providing  us  an  opportunity  to  submit  testimony  to  your  Subcommittee.  I  am  Dr.  Akira  E. 
Takemori,  Prolessor  ol  Pharmacology,  University  of  Minnesota.  I  am  also  President  of  the  American 
Society  for  Pharmacology  and  Experimental  Therapeutics  (ASPET). 

Pharmacology  is  the  science  that  studies  the  effects  of  drugs  and  other  chemical  agents  of  therapeutic 
value,  or  with  potential  toxicity,  on  biological  systems.  ASPET  has  a  membership  of  more  than  4,300 
scientists.  Most  are  involved  in  basic  and  clinical  research,  and  teaching  throughout  the  United  States. 
Pharmacologists  are  found  in  schools  of  medicine,  nursing,  dentistry  and  pharmacy;  in  private  and 
government  research  laboratories;  and,  in  a  wide  variety  of  pharmaceutical  and  biotechnology  industries. 
Their  teaching  efforts  are  a  vital  part  of  the  formal  education  for  the  health  care  practitioners  of  tomorrow; 
their  research  efforts  are  crucial  to  the  development  of  new  drugs  to  fight  old  and  new  diseases  and  to 
improve  human  health.  Many  of  these  research  efforts  are  funded  through  the  extramural  grant  programs 
of  the  National  Institutes  of  Health  (NIH). 

ASPET  is  a  constituent  Society  of  the  Federation  of  American  Societies  for  Experimental  Biology. 
Leaders  of  our  Society  participated  in  a  consensus  conference  on  biomedical  research  funding  that  was 
held  in  November.  The  Society  endorses  the  conference's  recommendations  for  NIH  in  fiscal  year  1994. 

The  Society  also  serves  on  the  Executive  Committee  of  the  Ad  Hoc  Group  for  Medical  Research  Funding. 
ASPET  endorses  the  Ad  Hoc  Group's  recommendation  of  $116  billion  for  NIH  in  fiscal  year  1994.  We 
commend  to  your  attention  the  Ad  Hoc  Group's  fiscal  year  1994  brochure  which  makes  an  eloquent  case 
for  increasing  the  allocation  of  our  scarce  federal  resources  to  NIH. 

The  recommendations  of  the  Ad  Hoc  Group  and  FASEB  will  allow  the  funding  of  6,800  investigator- 
initiated  research  grants.  The  support  of  Investigator-initiated  research  grants  has  been  the  cornerstone 
of  NIH's  record  of  achievement.  We  believe  that  6,800  grants  is  the  minimum  number  that  should  be 
funded  In  order  to  maintain  the  nation's  excellence  in  biomedical  science.  Part  of  the  request  for  an 
increase  to  6,800  investigator-initiated  research  grants  Is  due  to  the  fact  that  the  three  former  ADAMHA 
Institutes  have  joined  NIH. 

A  particular  budget  problem  that  is  highlighted  in  the  Ad  Hoc  Group's  brochure  deserves  your  special 
consideration.  With  the  enactment  of  ADAMHA  reorganization  legislation,  Congress  eliminated  a  set- 
aside  provision  imposed  on  the  former  Alcohol,  Drug  Abuse  and  Mental  Health  Services  Block  Grant 
program  that  was  an  important  source  of  health  services  research  funding  at  the  three  ADAMHA  institutes: 
NIDA,  NIMH,  and  NIAAA.  This  funding  amounted  to  nearly  $70  million.  The  loss  of  these  funds  comes  at  a 
time  when  Congress  also  has  mandated,  again  as  part  of  the  ADAMHA  reorganization  legislation,  that  not 
less  than  15  percent  of  the  budgets  of  the  three  institutes  be  spent  on  health  services  research.  These 
two  statutory  changes  will  seriously  threaten  the  ability  of  NIDA,  NIMH  and  NIAAA  to  fund  new  and 
competing  research  grants  unless  Congress  significantly  increases  their  appropriation.  We  urge  the 
Subcommittee  to  consider  the  resources  allocated  to  these  three  vital  institutes  in  light  of  the  changes 
mandated  by  the  ADAMHA  reorganization. 

Throughout  the  Subcommittee's  deliberations,  we  urge  you  to  continue  your  strong  support  of 
Investigator-Initiated  basic  research.  The  past  success  of  America's  Investment  in  biomedical  research  has 
resulted  In  Increased  demands  tor  more  research  In  order  to  deliver  more  benefits  to  more  people.  The 
scientitic  community  has  responded  with  new  research  initiatives  on  the  Acquired  Immune  Deficiency 
Syndrome,  substance  abuse,  and  women's  health,  as  well  as  on  behavioral  and  psycho-social  problems. 
These  are  Important  programs  and  Increased  funding  of  investigator-initiated,  fundamental  research  will 
ensure  their  continuation. 
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Fundamental,  non-programmatic,  biomedical  research  is  the  basis  for  better  understanding  disea* 
causation  as  well  as  treatment  and  prevention.  This  research  is  carried  out  by  individual  investigators  or 
small  groups  o(  researchers  who  have  a  good  idea  and  obtain  peer  approval  to  pursue  it.  Because  of  its 
unique  character,  this  research  has  yielded  the  landmark  discoveries  that  have  provided  the  basic 
understandings  that  can  be  built  upon  in  larger  scale  targeted  research,  biotechnoloqy  development  and 
clinical  utility. 

Biomedical  research  is  at  the  threshold  of  major  discoveries  that  will  revolutionize  clinical  practice,  affect 
the  lives  of  millions  of  Americans  through  improved  health  and  longer,  more  productive,  better  quality 
lives,  and  save  billions  of  dollars  through  reduced  medical  care  expenditures  and  increased  productivity. 
However,  these  advances  will  occur  only  if  we  invest  effectively  in  the  future  through  better  funding  of 
basic  research. 


STATEMENT  OF  THE  AMERICAN  SOCIETY  OF  CLINICAL 

ONCOLOGY 

The  American  Society  of  Clinical  Oncology  (ASCO)  is  pleased  to  submit 
comments  to  the  Subcommittee  regarding  the  clinical  cancer  research  program  supported  by 
the  National  Cancer  Institute  (NCI).    ASCO  is  a  national  medical  specialty  society 
representing  some  9,000  cancer  specialists  in  the  academic  and  private  sectors.    As  clinical 
investigators  and  as  physicians,  our  members  recognize  that  a  strong  clinical  research 
program  is  the  best  means  of  improving  the  quality  of  care  we  provide  people  with  cancer. 
Through  clinical  trials,  we  can  evaluate  the  clinical  outcomes  of  new  and  existing  therapies, 
and  assess  their  relative  effectiveness.   This  methodology  is  essential  to  our  efforts  to  control 
health  care  costs  while  ensuring  access  to  the  best  treatment  options. 

Maintaining  a  vigorous  clinical  research  program,  including  clinical  trials,  is 
essential  if  we  are  to  translate  fundamental  knowledge  to  improved  patient  care.    Without  a 
strong  clinical  agenda,  we  will  fail  to  maximize  our  investment  in  basic  science.    Despite 
their  importance,  mechanisms  that  traditionally  support  clinical  trials  have  been  threatened  as 
funding  pressures  at  NCI  have  escalated.    We  believe  action  must  now  be  taken  to  address 
factors  that  hamper  NCI's  ability  to  take  a  balanced  approach  to  distributing  research  funds. 
Two  issues  are  of  particular  concern  to  clinical  investigators  -  (1)  congressional  earmarking 
of  research  funds  for  specific  cancer  sites,  and  (2)  inadequate  peer  review  for  clinical 
research  project  grants. 

EARMARKING 

In  our  view,  targeting  specific  disease  sites  for  significant  one-time  funding 
increases  may  be  counterproductive  and  short-sighted,  particularly  when  such  earmarks  are 
not  accompanied  by  incremental  resources.    While  further  investment  in  the  areas  noted  by 
Congress  may  well  be  needed,  our  research  efforts  have  proven  time  and  again  that  medical 
breakthroughs  leading  to  improved  health  care  are  not  made  on  demand,  but  rather  from  a 
system  which  supports  untargeted  research  of  the  highest  quality. 

Rather  than  placing  emphasis  on  which  cancers  are  being  studied,  more 
attention  should  be  placed  on  fostering  a  balanced  research  portfolio.   We  must  ensure 
adequate  funding  so  that  all  research  approaches  -  from  molecular  biology  to  clinical  trials 
with  therapeutic  intent  -  may  be  utilized  when  we  tackle  a  particular  problem.    Support  for 
basic  studies  will  bring  us  innovation;  support  for  clinical  research  will  allow  an  assessment 
of  whether  the  basic  research  findings  have  relevance  for  patient  care. 

The  Administration's  proposed  budget  for  NCI  would  continue  to  earmark 
monies  toward  specific  cancer  sites.   The  proposed  $163  million  increase  falls  short  of  the 
Administration's  earmarks  —  $167  million  for  breast  cancer  and  $40  million  for  AIDS.    If 
these  targets  are  included,  nearly  30  percent  of  the  total  FY  1994  NCI  budget  would  be 
directed  toward  specific  diseases  —  17  percent  for  breast  cancer  and  10  percent  for  AIDS. 

According  to  NCI,  satisfying  the  earmarks  proposed  by  the  Administration  will 
cause  a  slowdown  or  actual  reduction  in  other  areas,  among  them: 
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-  research,  including  some  clinical  trials,  into  detection,  prevention,  and 

treatment  of  other  cancers  such  as  lung,  leukemia,  colo-rectal,  digestive 
tract,  brain,  kidney,  bladder,  prostate,  cervical,  and  ovarian; 
basic  research  on  cancer  biology; 
chemoprevention  and  other  prevention  studies; 
preclinical  drug  and  biologies  development; 

education  and  communications  efforts  including  outreach  to  minority, 
undeserved,  elderly,  and  low  literacy  audiences. 

Without  question,  Congress  has  a  responsibility  to  ensure  that  federal 
appropriations  are  wisely  spent.    However,  funding  targets  for  specific  cancers  generally  have 
the  unintended  negative  consequence  of  pulling  monies  from  existing  high  priority  projects. 
Such  reprogramming  is  disruptive  to  ongoing  research  and  may  render  scientists  unable  to 
respond  to  unexpected  opportunities  as  they  arise. 

This  year,  the  House  has  wisely  acknowledged  that  there  is  sufficient  expertise 
within  federal  agencies  and  the  private  sector  to  determine  the  level  of  support  that  should  be 
provided  to  specific  areas  of  biomedical  research.    We  urge  you  to  follow  the  lead  of  your 
House  colleagues  in  reporting  a  bill  absent  of  earmarks  specific  to  particular  cancer  sites. 

CLINICAL  RESEARCH  STUDY  SECTION 

Compounding  the  problem  of  inadequate  resources  is  the  lack  of  an  appropriate 
mechanism  for  peer  review  of  investigator-initiated  clinical  research,  particularly  for  those 
studies  with  direct  relevance  to  patient  care.    Of  the  101  different  study  sections  coordinated 
by  the  National  Institutes  of  Health's  (NIH)  Division  of  Research  Grants  (DRG),  not  one  is 
dedicated  to  the  review  of  clinical  research  proposals.    The  peer-review  problem  has  been 
exacerbated  in  recent  years  by  pressure  to  increase  the  number  of  research  project  grants,  a 
mechanism  typically  reviewed  by  DRG  study  sections.    In  response  to  this  pressure,  NCI  has 
encouraged  clinical  scientists  to  submit  this  type  of  application. 

In  the  absence  of  a  DRG  study  section  dedicated  to  clinical  research,  grant 
proposals  with  clinical  relevance  are  at  a  disadvantage.   These  research  applications  have  a 
high  rejection  rate  because: 

study  section  members  are  more  likely  to  be  grant  recipients  who  in 

turn  are  more  apt  to  specialize  in  preclinical  research;  and 

the  complexity  of  outcomes  in  patient-oriented  research  suffers  in 

comparison  with  the  more  easily  defined  variables  common  to  basic 

research. 

A  decade  ago,  NIH  sought  to  address  this  problem  by  creation  of  a  new  study 
section  intended  to  foster  clinical  research  grants.    However,  in  practice,  NIH's  solution  has 
offered  little  to  the  clinical  investigator  since  the  new  study  section  -  Experimental 
Therapeutics  2  (ET2)  —  has,  over  time,  become  dominated  by  preclinical  research 
applications.    As  a  result,  clinical  research  proposals  remain  underfunded. 

The  barriers  to  obtaining  funding  for  clinical  research  grant  proposals  have 
created  the  perception  of  an  unfair  peer-review  system,  which  in  turn  discourages  young 
investigators  from  clinical  research  endeavors.    At  its  May  4,  1993,  meeting,  the  National 
Cancer  Advisory  Board  (NCAB)  concluded  that  the  shortfall  for  clinical  studies  was  a 
"crisis."   To  address  the  problem,  NCAB  recommended  the  creation  of  a  new  study  section 
for  clinical  research. 

ASCO  agrees  with  NCAB's  assessment.    We  firmly  believe  NIH  was  correct 
when  it  attempted  to  establish  a  new  study  section  for  clinical  grant  review.    We  suggest  its 
failure  was  setting  a  mandate  for  ET2  that  was  so  broad  that  it  encompassed  both  clinical  and 
preclinical  work.    To  ensure  adequate  and  knowledgeable  evaluation  for  clinical  grants,  we 
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must  charter  a  new  study  section  exclusively  to  review  clinical  proposals.  Members  on  this 
review  body  should  predominantly  be  investigators  accomplished  in  the  conduct  of  this  type 
of  research. 

CONCLUSION 

ASCO  recognizes  that  significant  increases  in  funding  for  NCI  will  be  difficult 
this  year.    We,  therefore,  join  the  National  Coalition  for  Cancer  Research  (NCCR)  in  calling 
for  a  long-term  incremental  approach  to  meeting  the  NCI  Bypass  Budget  funding  goals.    In 
FY  1994,  we  recommend  a  $380  million  increase  for  NCI  of  which  $56  million  should  be 
dedicated  to  clinical  cancer  research  with  a  therapeutic  intent. 

We  must  stress,  however,  that  regardless  of  the  funding  level  you  are  able  to 
provide  the  Institute  this  year,  NCI  must  be  encouraged  to  distribute  equitably  both  increases 
and  cuts  across  all  funding  mechanisms.   Tackling  the  devastation  of  cancer  demands  a  multi- 
disciplinary  approach.    Based  on  past  experience,  innovation  will  most  likely  derive  from  a 
balanced  portfolio  of  investigator-initiated  basic  and  clinical  research. 

We  must  take  steps  to  ensure  that  both  our  basic  and  clinical  cancer  research 
programs  are  sustained.   To  do  this,  we  must  recognize  that  we  cannot  earmark  success  in 
biomedical  research.    And  we  must  ensure  that  clinical  grants  have  a  fair  opportunity  to 
compete  for  research  dollars. 


STATEMENT  OF  HARRY  TETER,  JR.,  ON  BEHALF  OF  THE 
AMERICAN  TRAUMA  SOCIETY 

Chairman  Harkin,  members  of  the  Committee,  I  am  Harry  Teter, 
Executive  Director  of  the  American  Trauma  Society  (ATS) .  On  behalf 
of  the  ATS,  I  would  respectfully  request  your  favorable 
consideration  for  two  programs  that  are  most  important  to  the 
prevention  and  treatment  of  trauma,  the  Trauma  Systems  Development 
program  at  Health  Resources  and  Services  Administration  and  the 
Injury  Prevention  Programs  at  the  Center  for  Injury  Prevention  and 
Control  at  CDC. 

The  ATS  is  extremely  pleased  that  President  Clinton's  budget 
for  1994  requests  $41.8  million  for  the  Center  for  Injury 
Prevention  and  Control.  This  includes  $10  for  a  program  on 
prevention  of  violence  against  women.  This  year  the  American 
Trauma  Society  is  focusing  its  trauma  public  awareness  on  domestic 
violence.  We  are  pleased  to  see  this  special  initiative  at  CIPC. 
We  would  hope  the  CIPC  budget  could  be  increased  to  $50  million  for 
this  superb  program.  The  Administration  has  requested  for  the 
Trauma  Systems  Development  Program  an  appropriation  of  $4.3 
million.  We  appreciate  a  positive  request.  This  program  is  in  its 
third  year  for  funding.  In  the  previous  two  years  the  previous 
Administration  requested  nothing  for  it.  Fortunately  the  Congress 
did  make  an  appropriation  of  $5  million  for  FY  92  and  $4.7  million 
for  FY  93.  We  would  urge  you  again  to  make  an  appropriation  and  we 
reguest  it  to  be  for  $17  million.  The  authorization  level  for  the 
program  is  $60  million.  It  if  receives  at  least  $17  million  HRSA 
will  be  able  to  make  a  $250,000  minimum  grant  that  is  set  forth  in 
the  law  to  each  state,  fund  a  number  of  rural  demonstration 
projects  and  establish  a  national  data  collection  process.  All  of 
this  is  called  for  in  the  law  and  will  advance  trauma  care  in  this 
country.  We  hope  the  committee  will  likewise  consider  an  increase 
in  the  Trauma  Systems  Development  program. 

Trauma  is  an  injury  that  unless  treated  properly  can  result  in 
death  or  permanent  disability.  It  is  caused  by  a  violent  act  such 
as  a  car  crash,  a  gun  shot,  a  knife  stab,  a  fall,  a  burn.  It  is 
sudden  and  unexpected.  It  is  preventible  but  when  prevention 
fails,  immediate  expert  care  is  critical.   That  care  is  optimally 
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delivered  by  a  trauma  system.  These  systems  should  blanket  the 
country.  The  trauma  program  at  HRSA  is  mandated  to  develop  these 
systems.  They  are  expensive.  They  must  coordinate  a  range  of 
activities  that  begin  with  the  rescue  of  the  trauma  victim  and 
continue  until  he  is  rehabilitated.  The  spectrum  includes  many 
talents  and  skills.  When  systems  are  in  place,  lives  are  saved 
that  would  otherwise  be  lost.   Victims  return  to  productive  lives. 

Trauma  is  the  greatest  killer  of  our  young  people.  It  is  the 
third  overall  killer  of  all  people.  It  strikes  every  minute  of 
every  day.  It  is  always  the  same  -  sudden,  unexpected,  and 
catastrophic.  The  victims  have  no  chance  to  chose  who  should  treat 
them,  where  they  should  go  or  when.  It  is  immediate  and  the  victim 
is  totally  dependent  on  the  care  available  at  the  scene.  If  there 
is  a  trauma  system,  a  victim  may  survive  and  be  rehabilitated. 
Without  a  system,  his  chances  for  survival  diminish  greatly. 

Naturally,  prevention  of  the  trauma  is  best.  Unlike  most 
diseases,  we  know  that  trauma  is  preventible.  This  is  done  through 
technology  and  through  behavior  modifications.  Both  are  reguired. 
The  Center  for  Prevention  and  Injury  Control  works  on  both  of  these 
and  is  providing  excellent  information  on  more  effective  prevention 
methods,  both  active  and  passive.  There  could  be  no  better 
investment  of  public  funds.  The  results  will  save  dollars  and 
lives. 

Federal  support  of  trauma  prevention  and  trauma  care  programs 
is  vital.  The  amounts  now  being  reguested,  and  those  that  have 
been  appropriated  in  past  years  are  small  when  one  considers  the 
magnitude  of  the  injury  problem  in  this  country.  It  is  a  major 
public  health  care  problem. 

We  believe  the  Injury  Control  program  and  the  Trauma  Systems 
Program  are  making  good  progress.  Programs  must  have  support  from 
many  sources.  Trauma  programs  have  state,  local  and  private 
dollars.  The  reguested  federal  dollars  contributed  to  them  are 
vital  and  we  appreciate  your  favorable  consideration  of  these 
reguests. 


STATEMENTS  OF  THE  AMERICAN  VETERINARY  MEDICAL 
ASSOCIATION  [AVMA]  AND  THE  AMERICAN  ASSOCIA- 
TION OF  VETERINARY  MEDICAL  COLLEGES  [AAVMC] 

The  American  Veterinary  Medical  Association  (AVMA)  and  the  Association  of  American 
Veterinary  Medical  Colleges  (AAVMC)  appreciate  the  opportunity  to  make  recommendations 
on  the  fiscal  year  1994  budget.  On  behalf  of  the  nation's  53,000  veterinarians  and  the  veterinary 
medical  teaching  and  research  institutions  around  the  nation,  we  thank  you  for  requesting  our 
recommendations  regarding  the  fiscal  year  1994  budget. 

Those  of  us  in  veterinary  medicine  appreciate  your  continuing  efforts  to  ensure  that 
veterinary  medicine  is  viewed  as  part  of  the  health  professional  interdisciplinary  team.  We  offer 
quality  medical  education,  advances  in  biomedical  research,  and  essential  public  health  and 
epidemiological  services  to  the  nation's  public.  Attached  to  our  statement  is  a  matrix  that 
demonstrates  how  veterinary  activities  at  the  local,  State,  and  Federal  levels  benefit  human 
health  health  and  safety. 

In  general,  we  are  pleased  with  the  President's  budget  recommendations.  For  your  ease, 
we  would  like  to  confine  our  comments  and  recommendations  to  the  programs  within  DHHS 
which  we  feel  deserve  preferential  attention: 

(1)  National  Institutes  of  Health  Overall;  and, 

(2)  NIH's  National  Center  for  Research  Resources,  including  NCRR's 

Comparative  Medicine  Program's  Regional  Primate  Centers  Program, 

AIDS  Animal  Models  Program,  and  Laboratory  Animal  Science  Program;  and  the 

Shared  Instrument  Grants  and  Biomedical  Research  Technology  Programs. 
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THE  NATIONAL  INSTITUTES  OF  HEALTH 

The  National  Institutes  of  Health  (NIH)  is  the  nation's  principal  biomedical  research 
agency  branch.  The  research  conducted  by  its  19  institutes  and  centers,  and  the  supporting 
research  grants  NIH  provides  our  nation's  academic  institutions  constitute  the  world's  richest 
medical  research  resource.  An  investment  in  NIH  is  an  investment  in  our  nation's  future,  for 
by  supporting  both  basic  and  applied  research,  we  invest  in  fundamental  health  care,  garnering 
long  term  returns  of  better  health  and  better  lives,  with  the  added  bonus  of  increased  productivity 
and  decreased  medical  costs.  As  practicing  veterinary  medical  professionals,  we  can  vouch  for 
the  ultimate  investments  in  research  being  prevention  and  cure. 

Our  country  faces  an  immediate  and  urgent  problem  in  regard  to  new,  emerging  and 
reemerging  diseases.  The  challenge  these  diseases  pose  to  our  health  system  in  the  form  of 
increased  morbidity  and  mortality,  defy  historically  used  control  measures.  Modern  strategies 
of  prevention  and  cure,  such  as  epidemiological  research,  vaccines,  and  innovative 
biotechnology,  could  substantially  counter  economic  burdens. 

NIH  supports  veterinary  medical  research  projects  that  involve  both  basic  and  applied 
research,  and  that  are  both  intramural  and  extramural.  Examples  of  NIH  conducted  and 
supported  disease-related  research  include  investigations  into  tuberculosis,  Lyme's  disease, 
rabies,  cryptosporidiosis  and  Campylobacter.  Disease-related  research  projects  improve  the 
public's  health,  protect  our  domestic,  companion  and  wild  animal  species,  and,  make  the  food 
we  eat  and  the  water  we  drink  safe  and  wholesome. 

We  recommend  funding  for  overall  NIH  activities  be  supported  at  $1 1.6  billion. 

NATIONAL  CENTER  FOR  RESEARCH  RESOURCES 

The  National  Center  for  Research  Resources  (NCRR)  is  critical  not  only  to  to  clinical 
veterinary  medicine  and  biomedical  research  but  to  the  nation's  public  health.  NCRR's 
intramural  and  extramural  activities  support  crucial  investigations  through  the  following 
programs.  NCRR's  programs  are  devoted  to  the  sharing  of  resources,  the  multidisciplinary 
approach  to  health  related  research  and  the  support  of  student  programs  in  biomedical  research. 

The  AVMA  and  AAVMC  recommend  that  intramural  and  extramural  research  efforts, 
including  animal  modeling  and  clinical  research  at  the  National  Center  for  Research  Resources 
be  maintained  at  a  level  of  $364  million.  We  emphasize  the  following  programs  within  NCRR-- 

NCRR's  Comparative  Medicine  Program 

Many  of  the  notable  human  biomedical  research  advances  receive  strength  from  within 
the  field  of  comparative  medicine.  Basic  and  clinical  research  into  animal  related  health,  disease 
and  rehabilitative  conditions,  such  as  congenital,  infectious  and  nutritionally  related  heart 
disease,  neonatal  functions,  pre-term  and  term  labor,  and  hormonal  regulation  and  control  of 
reproduction,  as  well  as  environmental  and  toxicological  pollutant  effects  on  the  respiratory  and 
gastrointestinal  tracts,  reveal  a  myriad  of  similarities  between  animals  and  humans. 

The  technological  lessons  learned  from  biomedical  research  into  products  such  as 
vaccines  and  pharmaceuticals,  are  effectively  transferrable  models  for  use  in  both  animal  and 
human  disease  prevention  and  cure.  NCRR's  Comparative  Medicine  Program  supports  ongoing 
efforts  involved  with  all  of  these  issues. 

The  Regional  Primate  Centers  Program 

This  Comparative  Medicine  extramural  program  supports  the  network  of  seven  primate 
centers  around  the  country.  To  maintain  the  diversity  and  quality  of  research  at  these  centers, 
the  laboratory  facilities  within  them  require  continual  upkeep  and  upgrading.  These  center  have 
the  capacity  to  house  up  to  3,500  nonhuman  primates.  Investigators  carry  out  research  projects 
on  AIDS,  environmental  toxicology,  reproduction  and  other  research  of  significance  to  public 
and  animal  health.  The  average  cost  of  maintaining  such  a  facility  is  approximately  $5. 1  million 
per  year. 
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These  centers  are  also  invaluable  in  the  training  of  professional  students,  researchers  and 
other  personnel  involved  in  nonhuman  primate  animal  medicine,  husbandry  and  care.  Each  year 
in  studying  nonhuman  primates,  additional  human  disease  models  are  discovered  at  these  centers. 
Beside  AIDS,  nonhuman  primate  research  currently  supports  modeling  for  human  diseases  such 
as  congenital  heart  disease,  hypertension,  aging,  and  alcoholism.  As  more  researchers  become 
involved  in  caring  for  animals  in  these  regional  primate  centers,  the  likelihood  of  discovering 
new  human  disease  models  within  nonhuman  primates  improves. 

We  recommend  that  a  minimum  of  $4  million  be  devoted  to  the  seven  centers,  and  that 
$8  million  be  appropriated  for  screening  nonhuman  primates  as  new  models  for  human  disease. 

The  AIDS  Animal  Model  Program 

Nonhuman  primates,  particularly  macaques,  are  the  most  prominent  animal  models  for 
the  study  of  AIDS.  Cats  are  proving  to  be  exceptional  models  as  well,  particularly  for 
investigating  pediatric  AIDS,  and  the  dementia  which  often  accompanies  AIDS,  in  humans. 

The  AVMA  and  AAVMC  recommend  that  $3  million  be  directed  toward  animal  model 
research  to  champion  the  AIDS  Animal  Models  Program,  including  funds  to  begin  construction 
on  environmentally  sound  quarantine,  breeding,  and  laboratory  facilities  for  nonhuman  primates 
used  in  AIDS-related  research,  at  a  cost  of  $3  million. 

The  Laboratory  Animal  Science  Program 

NCRR's  Laboratory  Animal  Science  Program  continually  strives  to  improve  and  maintain 
the  overall  health  and  quality  of  life  of  laboratory  animals.  This  Program  studies  prevention  and 
control  of  diseases  in  laboratory  animals  and  explores  laboratory  animal  possibilities  fro 
improved  models  of  human  disease.  The  Laboratory  Animal  Science  Program  helps  meet  the 
needs  of  the  biomedical  community  by  responding  to  public  demands  and  legal  requirements  by 
insuring  that  laboratory  animals  receive  humane  and  proper  care.  Training  is  at  the  core  of  this 
Program. 

To  these  ends,  the  AAVMC  and  AVMA  recommend  augmenting  the  Program  with  10 
new  post-doctoral  veterinary  training  positions  in  laboratory  animal  sciences  (at  a  total  of 
$400,000),  with  five  additional  research  career  development  awards  (SERCA)  for  veterinarians 
in  laboratory  animal  related  fields  (at  a  total  of  $350,000),  with  two  additional  Comparative 
Medicine  Research  Program  Project  grants  (at  a  total  of  $1  million),  and  with  two  new 
transgenic  animal  research  and  development  projects  (at  a  total  of  $1  million). 

NCRR'S  Shared  Instrument  (SIC)  and  Biomedical  Research  Support  Grnnts  (BRSG) 

These  SIGs  and  BRSGs  are  important  in  guaranteeing  that  today's  biomedical  scientists 
have  the  tools  necessary  for  tomorrow's  discoveries.  Shared  emerging  technological 
instrumentation  and  support  for  investigative  research  by  new  researchers  at  centers  of 
concentrated  educational  and  research  resources  nationwide  are  at  the  core  of  these  NCRR 
grants.  Schools  and  colleges  of  veterinary  medicine  utilize  this  vital  instrumentation  access  and 
new  investigator  support.  AAVMC  and  AVMA  recommend  that  these  SIGs  and  BRSGs  be 
funded  and  maintained  at  adequate  levels. 

CONCLUSION 

The  AVMA  and  AAVMC  appreciate  this  opportunity  to  present  FY94  budget 
recommendations  at  the  request  of  the  Senate  Appropriations  Committee.  The  programs 
discussed  in  this  statement  are  those  which  we  feel  should  take  priority,  and  we  hope  that  in  the 
future  you  will  once  again  consider  us  as  you  prepare  the  Senate's  recommendations  for  health 
research  funding. 

VETERINARY  MEDICAL  LEGISLATIVE  ISSUES,  JUNE,  1993 
FY94  APPROPRIATIONS 

ISSUE:    Veterinary  medicine  requests  ample  funding  for  essential  programs  in  NIH. 

BACKGROUND:   Veterinary  medicine  has  historically  supported  a  range  of  programs  for  federal  funding,  the  most 
essential  relating  to  animal  health  research,  animal  welfare  and  well-being,  public  health,  biomedical  research 
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and  education.    Following  are  highlights  of  programs  that  the  AAVMC  and  AVMA  feel  are  critical  to  animal 
and  human  health.     In  general,  we  agree  with   President  Clinton's  detailed  budget  proposal.     Our  specific 
recommendations  relate  to  programs  veterinary  medicine  feels  are  most  deserving  of  adequate  support. 
STATUS:    Senate  and  House  Appropriations  Committees  and  their  Subcommittees  are  currently 

holding  hearings  and  collecting  views  from  interest  groups.     The  President  issued  his  Budget  in  April,  and 
discussions  on  his  budget  will  continue  throughout  early  summer. 

POSITION: 

Departments  of  Health  and  Human  Services 

•  Maintain  overall  National  Institutes  of  Health  funding  for  biomedical  research. 
NIH  is  the  principal  medical  research  agency  of  the  Federal  government  and  is 
recognized  as  the  world's  foremost  medical  research  program.  We  recommend 
an  overall  support  level  at  $11.6  billion. 

•  Support  the  broad  spectrum  of  intramural  and  extramural  disease-research 
oriented,  animal  modeling,  and  clinical  research  efforts  of  the  National  Center  or 
Research  Resources  (NCRR),  including  its  Biomedical  Research  Technology 
Program,  which  insures  today's  researchers  have  tools  for  tomorrow's 
discoveries,  and  its  Shared  Instrument  Grants,  which  help  researchers  afford  cost- 
effective  instrumentation  access  for  emerging  technologies. 

•  Promote  the  Regional  Primate  Research  Centers  Program,  including  restoring 
funding  of  research  and  resource  development  capabilities  within  the  7  centers  for 
investigations  using  nonhuman  primate  models  for  human  health  problems  at  a 
level  of  $4  million.  Also  establish  screening  programs  for  identification  and 
selection  of  new  primate  models  for  research  on  additional  human  diseases,  such 
as  tuberculosis,  Alzheimer's  and  Parkinson's,  at  a  level  of  $8  million. 

•  Fund  the  Laboratory  Animal  Science  Program,  adding  10  new  post-doctoral 
veterinary  training  positions  in  laboratory  animal  sciences  (at  a  total  of  $400,000), 
five  additional  research  career  development  awards  (SERCA)  for  veterinarians  in 
laboratory  animal  related  fields  (at  a  total  of  $350,000),  two  additional 
Comparative  Medicine  Research  Program  Project  grants  (at  a  total  of  $1  million), 
and  two  new  transgenic  animal  research  and  development  projects  (at  a  total  of 
$1  million). 

•  Champion  the  AIDS  Animal  Models  Program,  including  funds  to  begin 
construction  on  environmentally  sound  quarantine,  breeding,  and  lab  facilities  for 
nonhuman  primates  used  in  AIDS-related  research,  at  a  cost  of  $3  million. 

•  Maintain  Biomedical  Research  Grants  and  Shared  Instruments  at  current  levels. 
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A  MATRIX  TO  CLASSIFY  ACTIVITIES  OF  VETERINARIANS 
BY  HUMAN  HEALTH  GOALS  AND  SETTINGS 


HUMAN  HEALTH  GOALS  OF  VETERINARY 
MEDICINE  OIRECTEO  TOWARDS: 


THIS  IS  A  MATRIX  STRUCTURE  TO 
ASSIST  THE  REAOER  IN  RELATING 
ACTIVITIES  OF  VETERINARIANS  IN 
22  PROTOTYPICAL  ORGANIZATIONAL 
SETTINGS  TO  NINE  HUMAN  HEALTH 
GOALS.  AN  ASTERISK  («>  IN  A  CELL 
INOICATESONLV  EXAMPLES  OF  ACTIVITIES 
IDENTIFIED  TO  OATE. 
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STATEMENT  OF  THE  ASSOCIATION  FOR  GERONTOLOGY  IN 

HIGHER  EDUCATION 

Chairman  Harkin  and  Members  of  the  Labor-HHS-Education  Appropriations  Sub-Committee,  the 
Association  for  Gerontology  in  Higher  Education  (AGHE)  again  this  year  presents  testimony  on  the 
Labor-HHS-Education  Appropriations  bill.  This  Association  is  a  membership  organization  of  over  300 
colleges  and  universities  across  the  United  States  and  Canada.  Our  member  schools  conduct  research 
in  the  processes  of  aging,  educate  professionals  to  work  with  older  Americans  and  their  families,  and 
provide  educational  opportunities  for  older  persons  themselves. 

This  testimony  addresses  the  FY  1994  appropriations  for  the  four  primary  sources  of  federal 
support  for  aging-related  education,  training,  and  research.  Over  the  past  twelve  years  there  has  been 
an  erosion  of  federal  support  for  some  of  the  aging-related  education,  training,  and  research  programs, 
and  only  modest  support  for  other  programs,  in  spite  of  the  burgeoning  population  of  older  Americans. 
As  a  society  we  have  too  long  neglected  the  research  programs  which  address  the  health,  social,  and 
behavioral  needs  of  the  elderly  and  their  care-giving  families,  and  we  have  not  fully-funded  the 
educational  programs  designed  to  prepare  a  work-force  for  an  aging  America. 

Older  Americans  Act,  Title  IV  Discretionary  Program 

The  Administration  has  requested  $25,830,000  for  Title  IV  in  FY  1994,  only  $140,000  more  than 
the  FY  1993  appropriations  level.  Title  IV  in  the  current  fiscal  year  faces  very  serious  funding  problems, 
and  the  proposed  appropriations  for  FY  1 994  will  compound  a  budgetary  crisis  with  a  three-fold  cause: 

1 .  The  erosion  of  Title  IV  over  the  past  1 3  years.  In  FY  1 980  funding  for  Title  IV  was  at 
$54.3  million;  in  FY  1993  it  was  funded  at  $25.7  million -a  53%  reduction,  not  even  factoring  in  inflation. 
Support  for  applied  research  programs  has  almost  entirely  disappeared.  Over  the  past  several  years 
training  grants  to  colleges  and  universities  have  been  limited  primarily  to  Historically  Black  Colleges  and 
Universities,  with  almost  no  funds  for  aging  education  and  research  going  to  either  the  major  research 
institutions  In  the  country,  the  many  community  colleges  (which  are  charged  with  educating  large 
numbers  of  service-providers),  or  the  hundreds  of  4-year  undergraduate  schools  (which  channel  young 
people  into  the  graduate-level  research  and  professional  institutions).  There  are  no  longer  any 
scholarship  and  fellowship  funds  available  to  attract  either  the  best  and  the  brightest'  or  the  most 
financially  needy  into  aging-related  careers.  There  is  no  longer  support  for  the  development  of  faculty 
in  the  field  of  aging-funds  which  would  support  their  post-doctoral  training,  travel  to  professional 
meetings,  summer  institutes  to  lure  the  current  generation  of  academics  into  research  and  teaching  in 
the  field  of  aging,  not  just  the  more  traditional  disciplines  and  professions. 

2.  The  1 992  Amendment*  to  the  Older  Americans  Act.  Many  funding  mandates  were  added 
to  the  OAA  In  the  1992  reauthorization.  The  combined  costs  of  these  new  initiatives  is  estimated  to  be 
$12-15  million.  With  the  current  appropriation  of  $25.7  million,  the  following  obligations  must  be  met 
in  FY  1993:  (a)  $12-15  million  In  Congressionally- mandated  new  projects;  (b)  $15  million  in  continuation 
costs  for  current  projects;  (c)  $3  million  in  fixed  obligations  (State  Units  on  Aging  administration  of  Title 
III,  Disaster  Assistance,  Interagency  Agreements).  There  is  simply  not  enough  funding  for  these 
continuing  and  mandated  programs. 

3.  New  program  Initiatives  of  the  Clinton  Administration.  As  shown  above,  in  FY  1993  Title 
IV  is  already  experiencing  a  deficit  of  $4-7  million,  without  even  considering  new  program  initiatives  of 
Secretary  Shalala  and  the  Assistant  Secretary  for  Aging,  Dr.  Torres-Gil. 

We  recommend  an  FY  1994  appropriations  of  $36  million-roughly  a  $10  million  increase  over 
the  current  year.  This  would  help  offset  the  13-year  decline  in  support  for  Title  IV,  enable  AoA  to 
address  the  Older  Americans  Act  mandated  programs,  and  provide  modest  resources  to  put  into  place 
some  discretionary  programs  which  reflect  the  priorities  of  the  Clinton  Administration. 

National  Institute  on  Aging 

Although  NIA  has  historically  maintained  a  strong  research  program  in  the  field  of  aging,  the 
research  needs  and  opportunities  far  exceed  the  funding  resources  available.  In  making  these  budget 
recommendations,  we  are  focussing  on  the  maintenance  of  current  research  activities  and  the  addition 
of  several  new  initiatives  which  would  address  long-term  care  needs  of  the  elderly  population. 

These  continuing  and  new  research  initiatives  will  focus  on  the  following  areas:  (a)  Alzheimer's 
Disease  (research  on  minority  Individuals;  new  research  on  early  diagnosis  and  treatment;  research 
leading  to  Improved  treatment  for  behavioral  symptoms;  reduction  of  institutional  long-term  care  and 
Increased  support  for  care-givers;  development  of  drugs  for  reducing  nerve  cell  dysfunction  and  death); 
(b)  frailty  (research  on  Improving  the  health  and  reducing  long-term  care  needs;  reduce  osteoporosis 
and  Incidence  of  falls  and  fractures;  Increase  understanding  of  myocardial  function  and  heart  failure 
which  lead  to  frailty;  Improve  Independence  and  reduce  need  for  long-term  care  services);  (c) 
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understanding  aging  (research  on  understanding  cell  aging  and  its  relation  to  Illnesses  ol  the  elderly); 
(d)  aging  and  cancer  (improve  treatment  for  older  cancer  patients,  particularly  older  women);  (e) 
demographics  of  aging  (focus  on  studies  of  the  oldest-old  and  causes  of  their  declining  disability; 
establish  new  centers  of  population  aging  to  enhance  research  on  issues  such  as  the  oldest-old, 
predicting  life  expectancy,  long  term  care,  health  and  retirement,  and  women's  health);  (f)  health  and 
behavior  (study  causal  linkages  among  behavioral,  social,  and  physiological  processes  of  aging;  study 
factors  affecting  decisions  by  health-care  personnel  and  older  patients  to  improve  decision-making, 
treatment,  and  quality  of  life);  (g)  women's  health  and  aging  (improve  long  term  health  and  functioning 
of  women). 

In  light  of  the  need  for  a  greatly  expanded  research  and  training  effort  in  the  field  of  aging,  we 
recommend  that  the  FY  1994  appropriations  for  NIA's  research  efforts  be  $420  million.  This  represents 
a  modest  increase  of  $20  million  above  the  current  appropriations.  A  strong  federal  commitment  to  the 
science  of  aging  is  essential  if  we  are  to  avoid  massive  costs  In  health  care  for  the  elderly  and  a 
dramatic  decrease  in  the  quality  of  lives  for  this  most  rapidly  growing  segment  of  the  population. 

National  Institute  of  Mental  Health 
Mental  Disorders  of  the  Aging  Research  Branch 

The  intramural  research  undertaken  by  the  Mental  Disorders  ol  the  Aging  Research  Branch  of 
NIMH  focuses  on  the  major  mental  disorders  which  affect  older  persons.  These  include  Alzheimer's 
disease  and  other  dementias,  anxiety  disorders,  schizophrenia,  delirium,  sleep  disorders,  personality 
disorders,  and  depression. 

These  research  activities  are  critically  important  because  of  the  high  incidence  of  mental 
disorders  among  the  elderly  and  their  general  lack  of  treatment,  ft  Is  estimated  that  only  about  10% 
of  elderly  persons  in  need  of  psychiatric  care  ever  receive  It.  In  addition,  It  Is  becoming  increasingly 
evident  that  the  causes  of  mental  disorders  among  the  elderly  have  different  origins  than  for  younger 
persons,  and  the  elderly  respond  to  various  treatment  regimens  very  differently  than  other  adults. 

The  FY  1993  appropriations  for  these  research  activities  of  NIMH  was  $50,810  million,  with  the 
Administration's  budget  recommending  a  slight  decrease  In  support  ($49,314  million).  We  urge  an  FY 
1994  appropriations  of  at  least  $52.5  million  to  provide  a  modest  3%  increase  to  off -set  Inflation. 

Bureau  of  Health  Professions,  Geriatric  Initiatives  Branch 

The  two  geriatric  programs  funded  by  the  Bureau  of  Health  Professions  are  geriatric  training 
and  Geriatric  Education  Centers.  The  Administration's  FY  1994  budget  proposal  would  lead  to  the 
complete  elimination  of  the  first  program; 

1.  Geriatric  Training  Fellowships.  This  program  is  the  only  federal  support  for  two  year 
fellowships  and  one  year  re-training  of  geriatric  medical  and  dental  faculty,  and  it  provides  the  only 
geriatric  dental  fellowships  in  the  country.  The  program  is  designed  to  meet  the  critical  need  for 
training  physicians  and  dentists  to  care  for  the  growing  number  of  older  persons.  An  elimination  of  this 
program  would  seriously  impact  the  recruitment  of  faculty  in  medical  and  dental  schools  who  are 
qualified  to  teach  geriatrics  and,  in  turn,  produce  the  growing  numbers  of  physicians  and  dentists  who 
are  required  now  and  in  the  future. 

2.  Geriatric  Education  Centers.  The  GECs  provide  multidisciplinary  training  for  the  broad 
spectrum  of  health  professionals  In  the  treatment  and  prevention  of  diseases  and  other  health  concerns 
of  the  elderly.  The  GEC  program,  begun  in  1 983  with  four  centers,  grew  to  27  by  FY  1 992  Between 
1984  and  1991  the  GECs  provided  training  to  over  7,500  faculty  and  133,000  practitioners. 

Between  FY  1 992  and  1 993  these  programs  experienced  a  26%  reduction,  and  the  President's 
budget  for  FY  1994  proposes  an  additional  reduction  of  33%!  It  is  essential  that  both  the  unique  and 
productive  fellowship  and  GEC  programs  be  continued  and  adequately  supported.  Therefore,  we 
recommend  an  appropriation  of  $10.5  million,  representing  an  increase  of  almost  $500,000  over  last 
year. 

Thank  you  very  much  for  the  opportunity  to  present  this  information  and  these  requests  to  your 
Sub-Committee.  We  will  be  pleased  to  respond  to  any  questions  which  you  might  have  about  the 
Important  contributions  of  these  programs. 
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STATEMENT  OF  THE  ASSOCIATION  FOR  PRACTITIONERS  IN 
INFECTION  CONTROL,  INC. 

Mr  Chairman  and  distinguished  subcommittee  members    the  Association  for  Practitioners 
in  Infection  Control,  Inc   submits  testimony  for  your  consideration  on  the  subject  of  budget 
appropriations  for  Nscal  Year  1994    The  Association  for  Practitioners  in  Infection  Control,  Inc 
(APIC),  is  a  national  organization  of  nearly  10,000  members  who  have  primary  responsibility  for 
the  prevention  and  control  of  infections  acquired  in  health  care  settings    As  part  of  its  mission, 
APIC  seeks  to  influence  decision-makers  at  all  levels  in  the  public  and  private  sectors  on  issues 
relevant  to  its  role  in  health  care 

The  major  public  health  problems  affecting  infection  control  are  AIDS,  tuberculosis  (Til), 
and  immunization  programs     Each  of  these  issues  deserves  significant  attention  and  increased 
funding,  however,  APIC  has  chosen  to  share  with  you  their  perspective  on  the  issue  of 
appropriations  for  IB  prevention  and  care 

Tuberculosis  (TB),  a  chronic  bacterial  infection,  causes  more  deaths  worldwide  than  any 
other  infectious  disease    TB  is  spread  through  the  air  by  invisible  droplet  nuclcii    It's  primary  site 
of  infection  is  the  lungs,  but  it  can  affect  other  organs  as  well  including  bone,  kidneys,  brain,  and 
spine    One  third  of  the  world's  population  is  estimated  to  be  infected  with  the  TB  bacillus;  that  is, 
I  7  billion  people    In  the  United  Stales,  it  is  estimated  10  to  15  million  Americans  are  infected 

In  this  country,  aggressive  public  health  efforts  early  in  this  century  and  the  introduction  of 
anti-tuberculous  drugs  resulted  in  a  steady  decline  in  active  tuberculosis    Since  1953,  when 
nationwide  reporting  was  first  implemented,  and  until  1984,  this  decline  averaged  5%  per  year    In 
1985,  this  decrease  leveled  offand  in  1986,  for  the  first  time  in  33  years,  there  was  an  actual 
increase  in  TB  cases    Through  1991,  this  increase  has  reached  18% 

Several  factors  contribute  to  the  resurgence  in  TB,  among  them,  the  IIIV  epidemic 
Persons  co-infected  with  HIV  and  TB  have  a  10%  per  year  risk  of  developing  active  disease  as 
opposed  to  those  with  normal  immune  systems  (not  infected  with  IIIV  or  IB),  who  have  a  10% 
lifetime  risk     It  is  estimated  that  in  the  United  States,  121,000  individuals  carry  both  TB  and  IIIV 
In  HIV-infected  persons,  as  well  as  others  who  are  immunocompromised,  active  IB  does  not 
necessarily  present  in  a  clinically  typical  way  and  can  be  missed  or  confused  with  other  diseases 
during  a  medical  evaluation    The  net  effect  is  prolonged  infectivity,  disease  progression,  and  all 
too  frequently,  death 

The  current  TB  epidemic  is  unique  in  other  ways    Although  drug-resistant  strains  have 
been  observed  historically,  they  have  become  an  increasing  characteristic  of  this  IB  generation 
Such  strains  can  be  totally  resistant  to  all  standard  IB  therapies  and  people  with  IB  disease  from 
these  strains  die  very  quickly    A  major  factor  contributing  to  resistance  is  inability  to  comply  with 
prescribed  therapy 

Compounding  the  TB  problem  is  the  fact  that  many  individuals  who  are  I  B-infected  are 
socially  disadvantaged  by  poverty,  homelessness,  and  drug  addiction    Our  inner  cities,  with  their 
crowded  conditions  and  undernourished  populations,  are  prime  environments  for  the  germination 
and  spread  of  IB    As  a  nation,  we  should  be  embarrassed  by  the  resurgence  of  this  epidemic  for 
it  represents  not  a  failure  of  individuals,  but  rather  a  failure  to  support  the  public  health  systems 
that,  for  so  long,  kept  TB  at  bay  and  contributed  to  its  becoming  a  disease  in  decline    We  must 
respond  quickly,  decisively,  and  with  the  necessary  resources  to  bring  this  epidemic  under  control 
To  accomplish  this  objective,  fiscal  resources  must  be  targeted  for  eaily  identification,  prevention, 
research,  and  education 

The  cornerstone  of  prevention  is  to  reach  and  identify  people  with  active  IB  disease  as 
well  as  TB  infection,  maintain  them  in  a  controlled  environment  until  effective  theiapy  has  been 
initiated  and  they  are  no  longer  infectious,  and  then  assure  they  remain  on  therapy  for  the 
prescribed  duration,  often  12  to  18  months    This  is  not  easily  accomplished    Since  the 
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populations  with  active  TB  are  frequently  the  very  groups  not  pan  of  the  mainstream  health  care 
delivery  system,  too  often  they  arrive  at  emergency  room  doors  at  the  point  where  they  are 
seriously  ill,  and  long  after  tiansmission  to  others  has  already  occurred     I  his  is  loo  late 
Prevention  will  require  resources  supporting  aggressive  outreach  efforts  in  shelters,  drug 
treatment  centers,  streets,  and  other  areas  where  the  poor  and  indigent  congregate    Such 
outreach  efforts  must  seek  to  identify  those  who  may  have  early  and  laic  active  TH  and  facilitate 
their  rapid  cntiy  into  health  care  and  removal  as  a  source  of  risk  to  others    In  addition,  TB 
prevention  efforts  must  be  integrated  into  programs  providing  health  and  social  services  for 
persons  with  IIIV,  those  working  with  immigrant  populations,  as  well  as  in  our  prison  systems 

A  second  funding  priority  is  for  TB  research  The  growth  in  the  armementarium  of 
antibiotics,  vaccines,  and  other  drugs  to  treat  the  myriad  of  infectious  diseases  challenging  our 
nations  health  did  not  occur  with  TB    No  new  drugs  for  TB  treatment  have  been  developed  in 
over  20  years  and  the  present  epidemic,  with  its  multi-drug  resistant  strains,  caught  us 
unprepared    To  date,  there  also  is  no  long  term  effective  vaccine  against  this  disease    Aggressive 
efforts  to  identify  new,  effective  therapies  resulting  in  rapid  clinical  improvement  and  cessation  of 
infectivity  with  minimal  side  effects  are  needed  -  now 

Research  priorities  also  must  target  rapid  diagnostic  testing  methods  to  determine  both  the 
presence  of  Mycobacterium  tuberculosis  and  the  antimicrobial  susceptibility  of  the  organism 
Currently,  it  can  take  as  long  as  10  weeks  to  identify  TB  in  laboratory  culture  and  another  several 
days  or  weeks  to  establish  it's  susceptibility    Sometimes  people  die  before  such  results  are  known 
It  is  encouraging  to  note  rapid  laboratory  methods  are  becoming  available,  but  they  need  to  be 
refined  and  made  widely  accessible  to  regional  laboiatory  facilities 

We  also  need  to  learn  more  about  I  B  control  in  the  indoor  environment     IB  outbreaks  in 
hospitals,  prisons,  shelters,  and  drug  treatment  centers  reveal  an  unacceptable  risk  for  disease 
transmission  potential     In  contrast  to  the  historical  management  of  persons  with  active  TB, 
reminiscent  of  the  days  of  sanitoria.  today's  programs  to  manage  the  socially  and  physically  ill  and 
indigent  bring  together  those  most  at  risk  for  active  TB,  and  create  opportunities  for  transmission 
to  those  who  receive  and  provide  services    Most  of  today's  hospitals  either  do  not  have  adequate 
isolation  rooms,  or  have  too  few  that  are  effective,  to  safely  house  those  with  active  disease 
Today,  controversy  abounds  as  to  what  works  and  what  does  not  work    I  acking  the  science  to 
support  specific  interventions,  such  as  HEPA  filtration  and  ultraviolet  irradiation,  movements  to 
protect  workers,  for  example,  have  been  driven  toward  such  impractical  solutions  as  massive 
respiratory  protective  devices    We  must  learn  more  now  about  how  to  make  our  airspaces  safer 
in  all  places  where  health  and  social  services  are  provided 

An  equally  important  research  need  is  in  the  area  of  behavioral  studies     I  he  social 
complexities  of  those  at  greatest  risk  for  IB,  in  combination  with  the  difficulties  in  compliance 
associated  with  long  term,  multi-drug  regimens,  contribute  to  non-completion  of  treatment, 
reactivation  of  old  disease,  and  the  emergence  of  resistant  IB  strains    Those  at  risk  for  treatment 
failure  are  precisely  those  who  get  lost  in  the  system  and  drop  out  from  mainstream  society    We 
need  to  learn  which  strategies  will  most  effectively  contribute  to  maintaining  individuals  in  their 
treatment  programs    Directly-observed  therapy  is  but  one  approach,  others,  such  as  incentive 
programs,  (such  as  providing  car  fare  to  pick  up  drugs  or  meals)  need  study  as  well 

The  third  area  for  which  fiscal  support  is  needed  is  for  public  and  professional  education 
Health  care  providers  need  state-of-the-art  training  on  TB  diagnosis  and  treatment,  especially  how 
this  disease  can  be  recognized  and  treated  in  populations  that  may  not  present  with  characteristic 
signs  and  symptoms  of  IB,  those  with  HIV  infection  and  other  immunosuppressive  diagnoses 
The  public  too  needs  to  be  educated  about  IB.  especially  the  signs  and  symptoms  of  active  IB, 
the  importance  of  early  intervention,  and  accessing  services    Support  is  needed  for  effective 
public  messages  to  bring  home  the  importance  of  this  health  threat    Ongoing  media  campaigns 
that  keep  the  public  in  a  state  of  TB  alert  also  are  necessary 

Thus  far,  APIC  has  outlined  a  broad  set  of  strategics  which,  if  funded,  will  help  return  this 
epidemic  to  its  pre-HIV  level  and  progressive  decline    It  cannot  occur  unless  national  fiscal 
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resources  are  targeted  to  the  support  of  these  efforts      APIC  believes  that  the  current  year's 
appropriations  of  $79  million  to  the  Centers  for  Disease  Control  is  inadequate  for  the  task  at 
hand    It  is  estimated  that  in  order  to  combat  this  public  health  problem,  CDC  needs  $380  million 
to  be  appropriated  in  Fiscal  Year  1994    Additionally,  $14  7  million  was  appropriated  to  the 
National  Institute  of  Allergy  and  Infectious  Diseases  (NIAID)  in  Fiscal  Year  1993;  if  the  research 
efforts  detailed  here  are  to  be  completed,  $44  million  needs  to  be  allocated  to  NIAID  in  the 
coming  Fiscal  Year 

APIC  realizes  this  will  require  difficult  choices  for  the  subcommittee    However,  dollars 
spent  in  prevention  and  control  now  will  ultimately  save  the  nation's  already  overburdened  health 
care  system  and  lead  to  a  healthier  population    We  urge  you  to  make  TB  prevention  a  top  priority 
and  consider  seriously  these  recommendations 


STATEMENT  OF  DR.  JOSEPH  V.  SIMONE,  ON  BEHALF  OF  THE 
ASSOCIATION  OF  AMERICAN  CANCER  INSTITUTES 

Mr.  Chairman  and  Members  of  the  Committee,  thank  you  for  the  opportunity  to 
appear  before  you  as  the  representative  for  the  cancer  centers  of  our 
nation.   I  am  Dr.  Joseph  Simone,  President  of  the  Association  of  American 
Cancer  Institutes  and  Physician-in-Chief  of  Memorial  Sloan-Kettering  Cancer 
Center.   The  AACI  represents  75  cancer  centers  nationwide,  including  57 
federally-designated  and  supported  comprehensive,  clinical,  basic  science 
research  and  consortium  cancer  centers.   My  message  to  you  is  very  simple. 
The  cancer  center  network  in  the  United  States  is  a  spectacular  resource  for 
the  war  on  cancer  in  this  country.   By  its  diversity  and  geographic 
distribution,  it  touches  the  lives  directly  or  indirectly  of  every  American 
with  a  need  for  its  services.   It  has  taken  a  quarter  of  a  century  to 
develop  this  network  and  to  build  it  to  its  present  level  of  excellence  and 
reach.   It  is  in  the  national  interest  to  maintain  and  strengthen  this 
network  of  centers  and  I  urge  "you  to  continue  your  strong  support  of  this 
program. 

CANCER  CENTERS  SERVE  PATIENTS 

First  and  foremost,  the  nation's  cancer  centers  serve  cancer  patients.   They 
help  define  the  standards  of  state-of-the-art  cancer  care,  multidisciplinary 
management  and  "cutting  edge"  clinical  research.   All  are  engaged  to  one 
degree  or  another  in  developing  new  therapies  and  new  diagnostic  techniques 
for  earlier  detection  of  cancer  by  bringing  together  a  multidisciplinary 
team  of  specialists  to  coordinate  their  efforts  for  the  most  effective  and 
efficient  application  of  modern  therapy. 

This  year  1.2  million  people  will  be  diagnosed  with  cancer,  and  500,000  will 
die;  1  in  ft  Americans  are  impacted  and  the  costs  to  our  health  care  system 
are  staggering. 

Cancer  centers  serve  as  outposts  in  the  war  on  cancer  in  this  nation. 
Because  of  the  foresight  of  Congress,  the  centers  are  located  across  the 
country,  with  more  in  the  planning  stages  to  increase  the  reach  to 
additional  areas  of  the  country.   Each  cancer  center  adapts  to  local  needs 
because  needs  differ  from  city  to  city  and  state  to  state.   Each  center  is 
involved  in  educating  its  community  about  the  detection,  treatment  and 
prevention  of  cancer.   Each  center  also  reaches  out  to  the  underserved  in 
their  communities  including  women  and  minorities.   Cancer  centers  are  an 
integral  part  of  the  local  health  delivery  network,  yet  are  able  to  draw 
upon  national  resources  through  their  contacts  with  organizations  such  as 
the  AACI  and  national  cooperative  groups  of  oncologists.   This  network  helps 
assure  that  patients  receive  the  most  up-to-date  care. 

CANCER  CENTERS  PROVIDE  A  SCHOLARLY  AND  SELF-CORRECTING  ENVIRONMENT  FOR 
PHYSICIANS  AND  SCIENTISTS 

Cancer  centers  provide  a  scholarly  environment  with  a  scientific  under- 
pinning; the  cancer  centers  engage  in  strong  basic  laboratory  research  as 
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well  as  patient-related  research  and  development.   This  unique  multidis- 
ciplinary  approach  provides  an  enormous  advantage  for  the  patient  because 
major  decisions  are  not  made  by  single  physicians  but  by  groups  of 
physicians  and  scientists  who  have  thoroughly  considered  new  approaches 
among  themselves.   This  environment  is  also  extraordinarily  suitable  for 
training  new  cancer  specialists,  the  oncologists  of  the  future,  as  well  as 
providing  continuing  education  for  current  cancer  researchers  and 
physicians . 

CANCER > CENTERS  ARE  COST-EFFECTIVE 

Cancer  centers  are  cost-effective  in  using  government  funds.   Most  cancer 
centers  receive  some  funding  from  the  National  Institutes  of  Health, 
but  this  averages  only  about  twenty  percent  of  their  budget  with  eighty 
percent  coming  from  other  sources.   Government  funding  is  multiplied  many 
times  as  cancer  enters  gain  funds  from  voluntary  agencies,  foundation,  and 
industry  to  carry  out  its  activities.   In  fact,  government  funding  may  be 
viewed  as  yeast  that  allows  cancer  centers  to  rise  and  develop  more  fully  by 
using  that  resource  widely  and  by  using  the  sanction  provided  by  such 
funding  to  seek  additional  opportunities.   The  National  Cancer  Institute  has 
been  able  to  parlay  these  funds  into  encouraging  the  cancer  centers  to 
engage  in  strategically  important  cancer  activities.   For  example,  in  the 
past  decade  there  has  been  a  greater  effort  in  developing  outreach  programs 
for  minority  communities  as  well  as  for  the  expansion  of  cancer  programs  for 
women.   Further,  there  has  been  a  concerted  emphasis  on  cancer  prevention 
and  cancer  control  research.   Thus,  the  government  can  use  this  money  very 
wisely  to  implement  an  overall  strategic  plan  for  the  war  on  cancer  while 
leaving  to  the  cancer  centers  the  specific  details  of  its  application  in  the 
particular  geographic,  scholastic  and  community  environment. 

What  .are  cancer  centers  doing  to  reduce  the  cost  of  cancer  care?   The  most 
efficient  means  of  reducing  the  cost  of  cancer  care  is  to  prevent  or  detect 
cancer  so  that  expensive  treatments  for  advanced  disease  become  unnecessary. 
Most  large  cancer  centers  have  very  active  basic  laboratory  research  aimed 
at  looking  into  the  cause  of  cancer  and  clinical  programs  in  cancer 
prevention  and  control.   These  are  very  difficult  studies  because  much  of 
the  science  is  yet  to  be  developed  that  will  provide  sufficient  precision 
for  wide  clinieal  application.   Nonetheless,  progress  is  being  made  in  the 
early  detection  of  breast  cancer,  prostate  cancer,  colon  cancer  and  others. 
It  is  self-evident  that  the  more  one  can  prevent  these  cancers  or  detect 
them  at  a  very  early  stage,  the  less  costly  will  treatment  be  in  financial 
terms,  but  more  important,  the  less  costly  it  will  be  in  human  terms  by  the 
reduction  of  suffering  and  death. 

Mr.  Chairman,  the  nation's  cancer  centers  are  poised  to  carry  out  even  more 
in  the  way  of  innovative  outreach  and  prevention  programs  if  the  appropriate 
level  of  resources  is  available. 

Whether  through  free  mammography  testing,  education  efforts  on  the  dangers 
of  smoking,  or  bringing  the  latest  in  cancer  service  to  rural  areas,  cancer 
centers  are  on  the  front  lines  of  the  war  on  cancer. 

We  are  not  nearly  as  successful  as  we  would  like  to  be,  but  we  are  reducing 
costs  by  increasingly  providing  treatment  on  an  outpatient  rather  than 
inpatient  basis,  using  day  hospital  surgery  instead  of  traditional  inpatient 
operating  room  surgery  when  possible,  performing  diagnostic  tests  on  an 
outpatient  screening  basis  rather  than  in  hospital,  and  most  important, 
developing  newer  and  more  effective  forms  of  treatment  so  that  one  may  have 
to  treat  a  patient  only  once  rather  than  several  times.   Many  of  us  in 
cancer  centers  are  working  on  treatment  outcome  studies  to  further  define 
the  most  efficient  and  cost-effective  way  of  treating  patients.   Others  are 
collaborating  with  medical  insurers  to  develop  newer  forms  of  therapy  that 
might  be  most  cost-effective,  or  by  testing  new  and  expensive  forms  of 
therapy  in  a  limited  manner  to  determine  whether  it  is  worth  the  expense  of 
initiating  such  a  program  nationwide. 
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TOMORROW 

And  what  of  tomorrow?   Those  of  us  who  treat  cancer  patients  are  by  nature 
very  hopeful.   But  I  believe  we  have  even  greater  reason  to  be  hopeful  today 
than  in  the  past.   We  are  dealing  with  one  hundred  difficult  and  different 
diseases  when  we  speak  of  cancer,  and  yet,  after  making  some  dramatic  first 
steps  in  the  curative  treatment  of  childhood  cancer,  lymphomas,  testicular 
cancers  and  others,  we  are  beginning  to  make  headway  with  the  more  common 
cancers  of  the  breast,  prostate  and  colon  when  detected  at  an  early  stagel 
Even  more  hopeful,  however,  is  the  exciting  news  from  our  laboratories  that 
we  hope  will  be  applicable  at  the  bedside  before  the  end  of  the  decade.   We 
are  just  now  beginning  to  get  a  glimpse  of  what  controls  the  growth  of 
cancer  and  what  triggers  it  to  begin  attacking  the  body.   The  reason  for  our 
excitement  about  these  advances  in  the  laboratory  is  obvious.   It  is  no 
longer  far-fetched  to  believe  that  we  will  have  more  precise  and  humane 
tools  for  controlling  these  events  and  therefore  controlling  the  growth  of 
cancer  by  either  preventing  its  development  or  halting  its  growth.   Cancer 
centers  are  the  nation's  fortresses  spread  across  the  cancer  frontier  of  our 
country  and  are  engaged  in  battle  with  a  horrible  monster  on  a  day-to-day 
basis.   Together  we  are  a  valuable  natural  resource  at  the  patient's  bedside 
and  in  the  laboratory,  at  the  dinner  table  and  in  the  schools. 

Mr.  Chairman,  with  all  this  in  mind,  I  would  like  to  endorse  the  National 
Coalition  for  Cancer  Research  request  for  FY  1994  which  recommends  a  $380 
million  increase  above  the  FY  1993  appropriation  for  the  National  Cancer 
Institute,  and  includes  a  $37  million  increase  for  cancer  centers. 

Additionally,  Mr.  Chairman,  we  urge  you  to  avoid  earmarks  for  special 
interests  and  support  a  balanced  research  program. 

We  thank  you  for  your  past  strong  support  and  look  forward  to  your 
assistance  for  the  nation's  cancer  centers  so  that  we  can  bring  to  each 
patient  the  opportunity  for  the  prevention  or  cure  of  cancer. 

Thank  you  very  much. 


NATIONAL  CANCER  INSTITUTE  FUNDING  HISTORY 
NUMBCH  OF  CANCCR  ClNTtnS  AND  TOTAL  0I1LIGATIONS 
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STATEMENT  OF  DR.  ROBERT  G.  PETERSDORF,  ON  BEHALF  OF 
THE  ASSOCIATION  OF  AMERICAN  MEDICAL  COLLEGES 

The  Association  of  American  Medical  Colleges  (AAMC),  which  represents  all  126  accredited  U.S. 
medical  schoo's  and  their  students,  over  400  major  teaching  hospitals  and  90  professional  and 
academic  societies,  commends  this  Subcommittee  for  its  continued  support  of  the  medical  research 
and  health  professions  training  programs  under  its  jurisdiction. 

Medical  Research  --  The  biomedical  and  behavioral  research  supported  and  conducted  by  the  National 
Institutes  of  Health  (NIH)  offers  the  promise  of  improving  the  health  and  quality  of  life  for  all 
Americans.  This  potential  for  improved  health  is  threatened,  however,  by  an  underfunding  of  the  NIH. 
The  Administration  has  proposed  $10,668  billion  for  FY  1994,  an  increase  of  $329  million  (3.2 
percent).  This  request  falls  short  of  the  projected  4.2  percent  increase  in  inflation  as  measured  by  the 
Biomedical  Research  and  Development  Price  Index  (BRDPI).  Nine  of  the  NIH  institutes  are  proposed 
for  cuts  below  FY  1993  levels  by  amounts  ranging  from  0.5  to  1.6  percent. 

The  administration's  request  will  support  only  5,594  new  and  competing  renewal  research  project 
grants  (RPGsl  in  FY  1 994.  This  follows  a  dramatic  reduction  in  new  and  competing  renewal  RPGs  from 
6,795  in  FY  1992  to  5,652  in  FY  1993.  The  percentage  of  grant  applications  that  NIH  will  be  able  to 
fund  in  FY  1994  --  known  as  the  success  rate  -•  is  projected  at  21.6  percent.  It  is  likely  that  the 
success  rates  for  selected  individual  institutes  will  range  significantly  below  the  NIH  average,  and  some 
institutes  may  have  difficulty  in  funding  one  out  of  six  applications. 

The  total  number  of  research  project  grants  supported  in  FY  1994  will  fall  to  23.196  in  FY  1994,  387 
fewer  than  in  FY  1993  and  the  lowest  number  of  grants  funded  since  1990.  In  addition,  the  average 
cost  of  noncompeting  renewal  research  project  grants  will  be  increased  less  than  1  percent.  These 
trends  raise  questions  about  the  continued  viability  of  the  NIH  financial  management  plan. 

At  the  same  time,  funding  for  many  critical  activities  related  to  clinical  research,  including  clinical  trials, 
and  the  research  infrastructure,  including  research  training,  is  being  essentially  frozen  at  FY  1993 
levels. 


The  AAMC  supports  the  FY  1994  proposal  of  the  Ad  Hoc  Group  for  Medical  Research  Funding  for 
$11.6  billion  for  the  NIH.    This  represents  an  increase  of  $1.3  billion  over  the  FY  1993  comparable 
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budget.  The  Group's  proposal  provides  for  modest  growth  in  each  of  the  critical  areas  of  basic 
research,  clinical  research,  and  the  research  infrastructure. 

The  AAMC  wishes  to  focus  particular  attention  on  two  specific  programs  within  the  NIH.  The  National 
Center  for  Research  Resources  (NCRRI  is  a  critical,  yet  under-recognized  component  of  the  NIH.  Its 
programs  do  not  focus  on  a  single  disease.  Instead,  the  NCRR  assures  that  all  of  the  programs  of  the 
disease-oriented  institutes  will  have  the  essential  elements  of  a  vigorous  research  environment.  State- 
of-the-art  instrumentation,  advanced  technologies,  essential  animal  models,  and  comprehensive  support 
for  clinical  research  are  provided  or  developed  through  the  programs  of  the  NCRR.  In  addition,  these 
programs  emphasize  the  sharing  of  resources,  a  particularly  important  concept  during  these  tight 
budgetary  times.  By  developing  new  research  technologies  and  providing  shared  resources,  the  NCRR 
enhances  the  productivity  of  the  federal-academic  research  partnership. 

Yet  the  continued  ability  of  the  NCRR  to  contribute  in  this  manner  has  been  strained  by  declining 
appropriations  in  recent  years.  It  is  particularly  noteworthy  that  the  NCRR  is  the  only  major  component 
of  the  NIH  to  have  its  budget  cut  in  both  FY  1992  and  FY  1993.  The  NCRR  budget  has  been  reduced 
from  $358  million  in  FY  1989  to  $312.5  million  in  FY  1993. 

The  impact  of  these  funding  constraints  has  been  devastating.  For  example,  the  Shared 
Instrumentation  Grant  program  was  cut  by  nearly  75  percent  in  a  two-year  period  from  $32.8  million 
in  FY  1991  to  $8.8  million  in  FY  1993.  This  program  provides  groups  of  investigators  cost-effective, 
technologically  sophisticated  equipment  that  would  be  prohibitively  expensive  to  support  on  a  single 
grant  application  (providing  between  $100,000  and  $400,000  in  support).  The  need  for  this  program 
is  demonstrated  by  the  fact  that  the  NIH  receives  over  400  applications  a  year.  In  1991,  NIH  funded 
144  grants.    In  1993,  it  is  estimated  that  only  36  grants  will  be  made. 

Another  NCRR  activity  that  has  been  severely  hampered  by  recent  funding  trends  is  the  General  Clinical 
Research  Centers  (GCRC)  program,  which  supports  clinical  research  centers  at  university-based 
hospitals  throughout  the  country.  The  GCRCs  offer  centralized  and  highly  specialized  resources  for 
research  aimed  at  understanding  disease  processes  and  discovering  better  therapies  and  cures  for  a 
host  of  conditions,  including  cancer,  heart  disease,  hypertension,  diabetes,  AIDS,  Alzheimer's  disease, 
osteoporosis,  and  cystic  fibrosis.  A  typical  GCRC  has  both  inpatient  and  outpatient  research  facilities. 
Within  a  GCRC,  clinical  researchers  have  access  to  specialized  laboratories,  metabolic  kitchens, 
specially  trained  research  nurses  and  dieticians,  biostatisticians,  and  computer  systems  managers.  This 
collection  of  highly  specialized  personnel  and  resources  provides  a  supportive  environment  for  the 
patient  and  significantly  facilitates  progress  on  tomorrow's  live-saving  therapies  and  cures. 

Although  increasingly  significant  amounts  of  NIH  research  utilize  the  resources  of  the  GCRCs,  they 
have  seen  virtually  no  growth  after  inflation  since  1 985.  Funding  for  the  GCRC  program  was  cut  from 
$127.1  million  in  FY  1992  to  $1  25.9  million  in  FY  1993.  Asa  result,  two  of  the  program's  74  centers 
will  be  shut  down  in  FY  1993:  at  Temple  University  in  Philadelphia  and  the  State  University  of  New 
York  Health  Science  Center  at  Brooklyn. 

Other  NCRR  programs  include  the  Biomedical  Research  Technology  Program,  the  Biological  Models  and 
Materials  Research  Program,  the  Comparative  Medicine  Program,  the  Minority  High  School  Student 
Research  Apprentice  Program,  and  Research  Centers  in  Minority  Institutions.  The  health  of  tomorrow's 
research  efforts  depends  upon  revitalization  of  the  NCRR  today.  Therefore,  the  AAMC  recommends 
that  the  National  Center  for  Research  Resources  be  funded  at  $364  million  for  FY  1994. 

The  second  NIH  program  the  AAMC  wishes  to  call  to  the  Subcommittee's  attention  is  the  National 
Institute  of  General  Medical  Sciences  (NIGMS),  which  supports  research  and  research  training  in  the 
sciences  basic  to  medicine.  This  research  is  critical  in  the  understanding  of  disease  in  general  and  the 
specific  diseases  addressed  by  the  "categorical"  institutes  at  the  NIH.  Basic  research  funded  by  NIGMS 
has  resulted  in  discoveries  that  have  reshaped  the  thinking  of  scientists  working  on  a  broad  range  of 
disease-targeted  research.  In  addition,  it  is  important  to  remember  that  the  biotechnology  industry, 
which  is  projected  to  increase  to  $50  billion  by  the  year  2000,  is  largely  an  outgrowth  of  and  is 
dependent  upon  NIGMS  funding. 

The  NIGMS  supports  over  half  of  the  predoctoral  (Ph.D.)  trainees  and  one-third  of  all  trainees  who 
receive  financial  assistance  from  the  NIH.  A  particularly  significant  program  is  the  Medical  Scientist 
Training  Program  (MSTP),  which  provides  training  to  obtain  the  integrated  M.D.-Ph.D.  degree  and 
prepares  students  to  apply  the  basic  disciplines  of  molecular  biology,  genetics,  chemistry,  biophysics, 
pharmacology,  and  physiology  to  clinical  studies.  It  is  these  highly  creative,  highly  skilled  students  who 
are  the  most  successful  research  scientists. 

However,  as  a  result  of  receiving  only  a  2.2  percent  increase  in  FY  1993,  the  NIGMS  will  fund  231 
fewer  competing  research  project  grants  in  FY  1993  than  in  FY  1992.    This  means  that  NIGMS  can 
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support  only  1  9  percent  of  the  competing  grant  applications  it  receives  in  FY  1 993.  At  the  same  time, 
funding  for  training  at  the  NIGMS  was  increased  by  less  than  $185,000  from  FY  1992  to  FY  1993, 
which  means  that  NIGMS  will  support  104  fewer  trainees  in  FY  1993.  The  Administration's  budget 
proposes  an  increase  if  0.1  percent  for  the  NIGMS  in  FY  1994.  In  view  of  the  importance  of  these 
programs  to  the  overall  NIH  effort,  the  AAMC  urges  the  Subcommittee  to  pay  particular  attention  to 
the  NIGMS  in  FY  1994. 

Health  Manpower  --  The  geographic  and  specialty  maldistribution  of  physicians  in  the  United  States 
remain  critical  problems  and  must  be  addressed  if  reform  of  the  nation's  health  care  system  is  to 
succeed.  The  National  Health  Service  Corps  (NHSC)  and  the  health  professions  training  programs  under 
Title  VII  of  the  Public  Health  Service  Act  are  designed  to  play  a  major  role  in  addressing  these  concerns, 
and  the  AAMC  urges  the  Subcommittee  to  support  these  programs,  which  provide  critical  support  for 
physicians  and  institutions  to  meet  public  health  needs. 

The  National  Health  Service  Corps  was  established  to  assist  in  the  recruitment  of  primary  care  health 
professionals  for  service  in  shortage  areas.  In  contrast  to  the  1980s,  when  funding  for  the  National 
Health  Service  Corps  was  slashed  sharply,  the  NHSC  has  seen  an  overdue  but  welcome  increase  in 
funding  support  over  the  past  few  years.  Since  the  NHSC  plays  an  important  role  in  redressing  the 
geographic  imbalance  of  physician  distribution,  the  AAMC  hopes  this  upward  trend  in  support  will 
continue.  The  Administration  has  requested  $138.7  million  in  FY  1994  for  the  NHSC,  a  16.8  percent 
increase  over  FY  1 993;  the  AAMC  recommends  that  Congress  increase  NHSC  funding  by  20.5  percent 
to  $143  million:  $90  million  for  loans  and  scholarships  and  $53  million  for  field  placements. 

The  Title  VII  programs,  unlike  the  National  Health  Service  Corps,  have  seen  an  unfortunate  decrease 
in  funding  over  the  past  two  decades.  Funding  for  Title  VII  health  professions  training  was  decreased 
in  FY  1  993  to  $206.5  million,  an  $  1  9  million  (8.4  percent)  loss.  However,  the  Administration's  request 
of  $221.4  million  for  the  Title  VII  programs  in  fiscal  year  1994,  a  $14.9  million  (7.2  percentl  increase 
over  FY  1993,  signals  the  White  House's  recognition  that  the  Title  VII  programs  share  the  same 
objectives  of  health  care  reform  and  should  therefore  be  supported  generously. 

Three  programs  under  Title  VII  provide  support  to  medical  schools  and  teaching  hospitals  for  the 
planning,  developing,  and  operating  of  programs  that  emphasize  the  education  of  students  and 
residents  in  generalist  medicine.  Grants  for  general  internal  medicine  and  general  pediatrics  residencies, 
family  medicine  training,  and  preventive  medicine  residencies  are  relied  upon  by  numerous  institutions 
for  the  establishment  and  expansion  of  these  programs.  The  president  requested  supports  FY  1994 
funding  at  the  following  levels:  General  Internal  Medicine  and  General  Pediatrics  Residencies  --  $25 
million;  Family  Medicine  Training  --  $54  million;  Preventive  Medicine  Residencies  --  $4.7  million. 

Title  VII  authorizes  several  programs  upon  which  institutions  rely  to  increase  the  representation  in 
medicine  of  minorities  and  individuals  with  disadvantaged  backgrounds.  Grants  made  to  medical 
schools  under  the  Health  Careers  Opportunity  Program  (HCOP)  are  used  to  identify  and  recruit 
disadvantaged  students,  facilitate  their  entry  into  medical  school,  and  help  them  complete  their 
education.  The  Centers  of  Excellence  program  extends  grants  to  health  professions  schools  for  the 
establishment  and  expansion  of  programs  to  enhance  the  academic  performance  of  minority  students, 
help  schools  train  and  retain  minority  faculty,  and  facilitate  research  on  health  issues  that  affect 
minorities.  In  addition,  a  number  of  Title  VII  loan  and  scholarship  programs  provide  financial  aid  to 
disadvantaged  minority  health  professions  students  for  covering  the  costs  of  education.  The  AAMC 
recommends  the  following  funding  levels  for  these  programs  in  FY  1994:  Health  Careers  Opportunity 
Program  --  $31 .25  million;  Centers  of  Excellence  --  $32  million;  Loans  for  Disadvantaged  Students  -- 
$15  million;  Exceptional  Financial  Need  scholarships  --  $11  million;  Scholarships  for  Disadvantaged 
Students  --  $24  million;  Minority  Faculty  Loan  Repayment  and  Fellowships  --  $1.05  million. 

Although  the  Administration's  request  would  increase  overall  support  for  Title  VII,  the  AAMC  is 
concerned  that  proposed  reduction  in  three  significant  Title  VII  programs  would  endanger  the  viability 
of  projects  underway  through  their  support.  With  the  outcome  of  health  care  reform  uncertain  at  best, 
the  AAMC  encourages  the  continuation  of  support  for  geriatric  training  and  education  centers,  area 
health  education  centers  (AHECsl,  and  health  education  and  training  centers  (HETCsl.  These  three 
programs  create  educational  networks  that,  through  geriatric  education  and  training  centers,  provide 
physicians  and  other  health  professionals  with  the  skills  necessary  to  care  for  the  growing  number  of 
elderly  Americans  and,  through  AHECs  and  HETCs,  extend  the  resources  of  academic  health  centers 
to  communities  in  need  of  health  care  and  education.  The  AAMC  urges  the  subcommittee  to  augment 
the  Administration's  Title  VII  proposal  by  providing  FY  1994  funding  of  $17  million  for  geriatric 
education  and  training  centers,  $25  million  for  AHECs,  and  $5  million  for  HETCs. 

The  AAMC  regrets  that  limits  on  space  prevent  a  discussion  of  other  worthwhile  health  and  education 
programs  under  the  Subcommittee's  jurisdiction.  We  look  forward  to  working  with  the  members  and 
staff  to  achieve  our  mutual  objectives. 
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STATEMENTS  OF  THE  ASSOCIATION  OF  AMERICAN  UNI- 
VERSITIES, ASSOCIATION  OF  GRADUATE  SCHOOLS, 
COUNCIL  OF  GRADUATE  SCHOOLS,  AND  THE  NA- 
TIONAL ASSOCIATION  OF  STATE  UNIVERSITIES  AND 
LAND-GRANT  COLLEGES 

The  talented  students  who  complete  graduate  programs  will  form  a  key  component  of  the  Clinton 
Administration's  proposals  for  technological  development  and  educational  enrichment.  Doctoral  recipients 
become  the  scientists,  teachers,  and  scholars  responsible  for  the  discovery  and  dissemination  of  new 
knowledge  and  the  preservation  and  interpretation  of  our  intellectual  and  cultural  heritage.  Doctoral 
recipients  are  the  intellectual  core  of  our  colleges  and  universities,  but  they  play  a  critical  role  in  other  key 
sectors  of  society  as  well.  Almost  50%  of  1991  Ph.D.  recipients  had  employment  commitments  outside  the 
academic  sector,  including  19%  in  industry  and  10%  in  government.  Physical  science  and  engineering 
Ph.D.s  are  particularly  important  to  industry:  of  1991  Ph.D.  recipients.  49%  of  physical  science  Ph.D.s  and 
57%  of  engineering  Ph.D.s  had  employment  commitments  in  industry. 

Master's  degree  recipients  may  go  on  to  pursue  doctoral  degrees;  but  more  often  they  are  educated  to 
begin  state-of-the-art  careers  in  industry,  assisting  our  nation's  performance  in  global  competition. 
Master's  students  also  enter  our  public  service  sector  to  pursue  careers  which  enrich  the  quality  of  life  in 
our  communities. 

The  nation's  graduate  programs  are  widely  regarded  as  among  the  Finest  in  the  world.  Yet  three 
trends  raise  questions  about  the  continued  capacity  of  these  programs  to  meet  the  needs  of  the  nation: 

•  the  proportion  of  Ph.D.s  granted  by  our  universities  that  go  to  U.S.  students  has  been  declining  for 
over  two  decades, 

•  despite  their  rapid  increase  as  a  proportion  of  overall  workforce,  minorities  and  women  remain 
undeiTepresented  in  doctoral  programs  as  well  as  in  most  master's  and  professional  programs, 

•  current  trends  in  Ph.D.  supply  and  demand  will  result  in  substantial  shortages  of  Ph.D.s  beginning 
in  just  a  few  years  and  extending  into  the  next  century. 

Title  IX:  Expanding  and  Diversifying  (he  Nation's  Talent  Pool 

The  reauthorization  of  the  Higher  Education  Act  strengthened  the  Title  DC  graduate  programs  in 
several  ways.  The  maximum  stipends  and  the  institutional  allowances  of  the  fellowship  programs  (Title 
D(-B,C,  and  D — the  Harris,  Javits,  and  GAANN  programs)  were  increased  to  permit  these  programs  to 
continue  to  attract  exceptionally  talented  students  into  graduate  and  professional  programs  and  to  meet  the 
rising  costs  of  gmduate  education.  Maximum  stipends  were  increased  from  $10,000  to  the  level  of 
National  Science  Foundation  Fellowships — currently  $14,000;  institutional  allowances  were  increased 
from  $6,000  to  $9,000,  with  inflationary  increases  in  subsequent  years.  Additional  program  improvements 
are  noted  below  in  the  descriptions  of  specific  programs. 

The  increased  stipends  and  institutional  allowances  mean  that  increased  program  funding  will  be 
needed  in  FY '94  just  to  maintain  the  same  number  of  students  supported  in  FY'93.  The  Administration 's 
request  for  these  programs  is  such  a  current  seivices  request,  calling  for  the  increases  necessary  to 
maintain  the  same  number  of  students  in  each  of  these  programs. 

Recognizing  the  budgetary  constraints  under  which  Congress  is  operating,  our  request  adopts  the 
current  services  rationale  of  the  Administration,  with  two  modifications.  First,  we  anticipate  that  Congress 
will  soon  pass  a  Higher  Education  Act  technical  amendments  bill  that  will  include  Title  IX  amendments 
affecting  the  number  of  students  supported  in  the  fellowship  programs.  The  principal  change  for  all  three 
programs  will  be  to  limit  the  increased  institutional  allowance  payment  to  new  students  only,  as  was 
specified  for  stipends  in  last  year's  reauthorization  legislation.  In  addition,  for  the  Harris  program,  students 
initially  supported  under  prior  law  will  complete  their  programs  under  the  prior  provisions  of  the  program. 
With  these  changes  enacted,  the  Administration's  request  for  the  Javits  and  GAANN  programs  remains  a 
current  services  budget,  and  we  request  the  Administration's  proposed  funding  levels  for  these  programs. 
For  the  Harris  program,  the  impact  of  the  technical  amendments  will  require  a  modest  increase  of  less  than 
$1  million  above  the  Administration's  request  to  maintain  current  services  funding. 

Our  second  modification  of  the  Administration's  request  is  to  call  for  a  modest  expansion  of  the  Title 
Dv-A  minority  undergraduate  research  internship  program.  Because  this  program  was  expanded  to  include 
women,  we  request  that  its  funding  be  increased  from  its  current  level  of  $5.8  million  to  $8  million. 

FY  1994  FY  1994 

Administration  Higher  Education 

FY  1993  Request  Request 

Minority  Undergraduate 
Internships  (Title  1X-A)  $  5.8M  $  6.0M  $  8.0M 
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FY  1994  FY  1994 

Administration  Higher  Education 

FY  1993  Request  Request 

Harris  Graduate  Fellowships 
(Title  tX-B)  20.4M  21.8M  22.6M 

Javils  Fellowships  (Title  IX-C)  7.9M  8.7M  8.7M 

National  Need  Training 
Grants  (Title  IX-D)  27.5M  35.6M  35.6M 

IX-A,B,&E:  Increasing  Participation  or  Students  from  Groups  Underrepresented  in  Graduate 
Education 

Grants  to  Institutions  and  Consortia  to  Encourage  Women  and  Minority  Participation  in  Graduate 
Education  (Title  IX-A)  provide  summer  research  internships  and  additional  educational  enrichment 
programs  for  talented  minority  undergraduates,  to  interest  them  in  and  prepare  them  for  graduate  study. 
This  is  a  highly  effective  means  of  expanding  the  pool  of  students  eligible  for  graduate  work.  The  program 
was  expanded  in  the  HEA  reauthorization  to  include  women  in  fields  in  which  they  are  underrepresented, 
such  as  the  physical  sciences  and  engineering.  We  request  $8  million  for  this  program  in  FY  1994,  which 
will  permit  funding  grants  to  approximately  90  institutions  supporting  nearly  1 ,800  students. 

Patricia  Roberts  Harris  Fellowships  (Title  IX-  B)  provide  fellowship  support  for  postbaccalaureate 
study  to  students  from  groups  underrepresented  in  graduate  and  professional  education.  In  combination 
with  the  Part  A  minority  undergraduate  internship  program,  the  Harris  program  provides  the  Department 
with  an  extremely  effective  approach  to  increasing  the  enrollment  of  students  who  are  underrepresented  in 
graduate  education,  including  women  in  fields  in  which  they  remain  underrepresented. 

We  request  $22,577,494,  an  increase  of  $820,914  over  the  Administration's  request,  which  will 
provide  a  current  services  budget  that  will  support  1 150  fellows  in  FY'94.  The  House  Appropriations 
Committee  froze  the  program  at  FY'93  levels.  That  freeze  will  reduce  the  total  number  of  fellowships 
offered  by  57  awards  below  a  current  services  number  of  fellows,  decreasing  the  number  of  new  awards 
from  326  in  FY'93  to  269  in  FY'94. 

IX-C&D:  Increasing  U.S.  Doctorate  Recipients  for  Careers  in  Teaching  and  Research 

The  Jacob  K.  Javits  Fellows  Program  (Title  IX-C)  remains  the  only  federally  funded  program  that 
has  the  express  purpose  of  supporting  graduate  study  in  the  arts  and  the  humanities,  and  is  one  of  the  few 
programs  providing  a  small  amount  of  support  in  the  social  sciences.  Strong  support  for  the  Javits  program 
is  therefore  critical  to  providing  at  least  some  balance  in  federal  support  across  disciplines.  We  request  that 
the  Committee  provide  the  Administration's  proposed  funding  level  of  $8.7M  for  the  Javils  program,  which 
will  provide  sufficient  funds  to  support  approximately  470  new  and  continuing  fellowships.  The  House 
Appropriations  Committee  froze  the  program  at  FY'93  levels.  That  freeze  will  reduce  the  total  number  of 
fellowships  offered  by  36  awards,  decreasing  the  number  of  new  awards  from  1 16  in  FY'93  to  80  in 
FY'94. 

Graduate  Assistance  in  Areas  of  National  Need  (Title  IX-D)  is  designed  to  increase  the  number  of 
talented  college  graduates  who  pursue  careers  in  leaching  and  research  in  critical  fields  such  as  science, 
engineering,  and  foreign  language  and  area  studies.  This  program  is  having  a  significant  impact  on 
increasing  the  number  of  U.S.  citizens  earning  Ph.D.s  in  fields  such  as  mathematics  which  have  had 
declining  U.S.  enrollments.  As  with  the  Harris  program.  Congress  improved  the  GAANN  program  during 
reauthorization  by  requiring  that  departments  receiving  grants  provide  GAANN  fellows  with  at  least  one 
year  ol  supervised  teaching. 

We  request  that  the  Committee  provide  the  Administration's  proposed  funding  level  of  $35.6M,  a 
current  services  funding  level  that  will  provide  sufficient  funds  for  an  estimated  1837  new  and  continuing 
students.  The  House  Appropriations  Committee  froze  the  program  at  FY'93  levels.  That  freeze  will 
reduce  the  total  number  of  fellowships  offered  bv  369  awards. 

Title  VI:  Strengthening  the  Nation's  Capacity  in  International  Education 

The  Title  VI  International  Studies  and  Fulbright-Hays  programs  administered  by  the  Department  of 
Education  provide  the  advanced  talent  and  knowledge  needed  by  colleges  and  universities,  by  government, 
by  industry,  and  by  our  citizens  to  operate  effectively  in  an  increasingly  interconnected  global  environment. 
The  Department's  National  Resource  Centers  (NRCs)  arc  the  country's  major  resource  for  advanced 
instruction  in  foreign  languages  and  for  the  training  of  area  studies  specialists  who  are  the  nation's  experts 
on  other  countries  of  the  world.  Foreign  Language  and  Area  Studies  (FLAS)  fellowships  support  the 
graduate  study  of  language  and  area  studies  specialists.  Title  VI  undergraduate  programs  play  an  important 
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role  in  assisting  colleges  and  universities  to  belter  prepare  their  students  to  operate  in  a  global  environment 
and  encouraging  those  with  the  requisite  interest  and  ability  to  pursue  advanced  study  in  foreign  languages 
and  area  studies.  The  Department's  international  programs  also  include  dissertation  and  faculty  research 
overseas  as  well  as  language  training  through  group  projects  abroad;  linkages  between  colleges  and 
universities  and  businesses  with  overseas  activities;  International  Business  Centers  providing  graduate 
training  both  in  languages  and  area  studies  and  in  international  business;  and  national  language  resource 
centers,  which  support  research  on  language  learning  and  the  development  of  language  pedagogy,  and 
which  provide  special  education  programs  for  K-12  teachers,  journalists,  and  government  policymakers. 

During  reauthorization.  Congress  strengthened  existing  programs  and  added  new  programs  that 
would  enhance  the  capacity  of  the  Title  VI  programs  to  meet  national  needs.  Our  request  of  $60.3  million 
for  domestic  programs,  $8  million  for  Fulbrighl-Hays  overseas  programs,  $16  million  for  Foreign 
Language  and  Area  Studies  Fellowships,  and  $1 .6  million  for  Sec.  607  foreign  periodicals  would  provide 
the  Department  of  Education  with  the  resources  to  carry  out  these  objectives. 

Title  II:  Strengthening  Information  Systems  for  Teaching  and  Research 

Title  1I-B,  II-C,  and  II-D  assist  libraries  to  expand  their  collections  of  scholarly  works,  facilitate 
access  to  unique  collections  through  enhanced  library  resource  sharing,  develop  new  techniques  for 
expanding  information  services,  and  train  the  librarians  who  must  manage  these  rapidly  growing  and 
changing  information  systems.  The  increased  information  demands  placed  on  students  and  scholars  require 
efficient,  effective  access  to  information  that  is  growing  not  only  in  volume  but  in  form:  libraries  must 
manage  information  stored  and  transmitted  in  electronic  formats,  magnetic  and  optical  disks,  and  other  new 
forms  beyond  the  traditional  printed  page.  This  expanding  store  of  information  is  used  not  only  by  students 
and  scholars  on  campuses  but  by  growing  numbers  of  researchers,  administrators,  and  individual  citizens 
beyond  those  campuses  whose  access  has  been  made  possible  by  technological  advances  in  information 
services  and  communication.  Yet  the  costs  of  collecting  and  managing  this  information  are  rising  while  the 
resources  to  support  those  activities  are  diminishing. 

We  are  dismayed  and  puzzled  that  the  Administration  chose  to  eliminate  funding  for  all  Title  II 
programs.  One  of  the  Administration's  key  objectives  is  the  development  of  "information  superhighways," 
national  information  networks  that  will  electronically  connect  schools,  businesses,  hospitals,  and  other  key 
sectors  of  society.  As  the  repositories  of  vast  stores  of  information,  libraries  will  form  the  critical  hubs  of 
these  information  networks.  During  reauthorization  of  the  Higher  Education  Act,  the  Title  II  programs 
were  modified  to  enhance  their  capacity  to  support  library  connections  to  such  networks. 

We  request  that  Congress  provide  current  services  funding  for  the  Title  II  library  programs. 


STATEMENT  OF  THE  ASSOCIATION  OF  AMERICAN  UNI- 
VERSITIES, NATIONAL  ASSOCIATION  OF  STATE  UNI- 
VERSITIES AND  LAND-GRANT  COLLEGES 

The  Association  of  American  Universities  (AAU)  and  the  National  Association  of  State 
Universities  and  Land-Grant  Colleges  (NASULGC  )  welcome  the  opportunity  to  submit 
testimony  on  the  FY94  budget  for  the  National  Institutes  of  Health  (NIH).  Together,  AAU 
and  NASULGC  represent  over  170  public  and  private  research  universities  across  the 
country.  The  institutions  that  comprise  the  AAU  and  NASULGC  conduct  the  bulk  of  this 
nation's  biomedical  research. 

First,  Mr.  Chairman,  we  want  to  take  this  opportunity  to  commend  you  for  your  leadership 
and  to  thank  you  for  your  strong  support  of  biomedical  research  funding  over  the  years. 
We  recognize  that  you  and  the  members  of  the  Labor,  Health  and  Human  Services, 
Education  and  Related  Agencies  Subcommittee  have  in  the  past  made  biomedical 
research  a  priority.  We  are  well  aware  of  the  enormous  budget  constraints  the 
Subcommittee  faced  last  year  that  contributed  to  the  NIH  receiving,  for  the  first  time  in  its 
history,  an  appropriation  below  the  level  requested  in  the  President's  budget.  We  are  also 
aware  that  the  Subcommittee  will  need  to  make  many  difficult  decisions  again  this  year, 
perhaps  some  of  the  toughest  decisions  yet. 

Our  testimony  calls  for  a  significant  increase  in  funding  for  biomedical  research  in  FY94. 
Mr.  Chairman,  even  in  these  times  of  deficit  reduction  and  cost  containment,  we  believe 
that  our  recommendation  is  essential  to  preserve  and  maintain  the  investment  in  research 
and  the  health  of  our  citizens  that  you  and  others  in  the  Congress  have  fought  so  hard  to 
ensure. 
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The  AAU  and  NASULCC  endorse  the  recommendation  of  the  Ad  Hoc  Group  on  Medical 
Research  Funding  for  FY94  of  $11.6  billion  for  the  NIH.  We  have  attached  a  copy  of  the 
Ad  Hoc  Group's  brochure  with  this  testimony.  This  amount  is  a  $1.3  billion  increase  over 
the  FY93  level.  The  FY93  appropriation  did  not  keep  pace  with  the  Biomedical  Research 
and  Development  Price  Index  (BRDPI)  as  recommended  in  the  NIH's  Financial 
Management  Plan.  As  a  result,  the  NIH  will  fund  significantly  fewer  grants  in  basic  and 
clinical  research  this  year,  and  research  training  and  research  resources  will  be  severely 
constrained. 

The  Ad  Hoc  Group's  recommendation  for  FY94  will  help  restore  the  NIH  to  a  level  that 
keeps  pace  with  the  enormous  research  opportunities  before  us.  Specifically,  the  proposal 
will  provide  for  increased  investments  in  basic  and  clinical  research,  research  training  and 
research  infrastructure.  It  allows  the  NIH  to  support  approximately  6,800  competing 
research  project  grant  applications.  We  hope  that  this  will  be  an  initial  step  toward  NIH 
funding  35%  of  its  grant  applications. 

We  believe  that  training  is  a  critical  element  in  maintaining  a  strong  biomedical  research 
enterprise,  both  in  the  future  and  in  the  present.  We  recommend  that  sufficient  funds  be 
invested  in  the  National  Research  Service  Award  (NRSA)  Program  to  support  13,004 
research  trainees,  which  is  the  amount  recommended  by  the  National  Academy  of 
Sciences.  Our  recommendation  would  also  provide  funding  for  university  research 
infrastructure,  which  is  vital  to  our  nation's  ability  to  conduct  biomedical  research. 

Mr.  Chairman,  while  we  believe  that  the  Ad  Hoc  Group's  recommendation  is  a  fair 
estimate  of  the  cost  of  maintaining  this  nation's  excellence  in  medical  research,  we 
recognize  the  severe  fiscal  constraints  under  which  the  Appropriations  Committee  is 
laboring  as  it  considers  the  FY94  budget.  Given  these  constraints  we  urge  you  to  include 
at  least  an  additional  $400  million  above  the  Administration's  request  for  the  NIH.  This 
would  bring  the  overall  NIH  budget  to  $11.1  billion,  and  permit  the  NIH  to  provide 
inflationary  increases  for  existing  research  efforts  while  funding  the  priority  areas 
identified  by  the  Administration  in  its  budget  request. 

This  year,  the  AAU  and  NASULGC  are  particularly  concerned  about  the  funding  levels  for 
the  National  Center  for  Research  Resources  (NCRR)  and  National  Institute  of  General 
Medical  Sciences  (NIGMS).  We  have  attached  a  brochure  outlining  the  important 
contribution  NCRR  programs  make  to  university  research.  These  programs  have  been 
extremely  valuable  to  research  institutions  and  cost-effective  to  the  government  In  a  time 
of  limited  dollars,  the  Shared  Instrumentation  Grant  Program  (SIG)  offers  a  cost-effective 
way  of  ensuring  the  availability  of  sophisticated  but  often  expensive  scientific  equipment. 
Unfortunately,  funding  for  this  program  has  been  drastically  decreased  over  the  past 
decade. 

The  NIGMS  provides  important  support  for  basic  research  and  research  training.  The 
FY93  appropriation  resulted  in  funding  significantly  fewer  competing  research  grants  as 
well  as  a  cut  below  the  1992  level  of  research  trainees  funded.  The  research  funded  by 
NIGMS  often  provides  the  foundation  necessary  to  develop  the  understanding  of  disease 
in  general. 

The  training  function  of  NIGMS  is  extremely  important  to  our  overall  research  enterprise. 
NIGMS  supports  over  half  of  the  predoctoral  (Ph.D.)  trainees  and  one-third  of  all  the 
trainees  who  receive  assistance  from  the  NIH.  In  addition,  stipend  levels  for  trainees  have 
been  frozen  for  the  last  two  years.  In  order  to  provide  for  an  adequate  number  of 
well-trained  biomedical  researchers  in  the  future,  it  is  necessary  to  ensure  that  an 
adequate  number  of  trainees  and  fellows  are  supported.  We  urge  that  additional  funds  be 
appropriated  in  FY94  for  NIGMS  training  programs. 

Finally,  we  are  deeply  concerned  about  the  overall  NIH  funding  level  proposed  in  the 
President's  FY94  budget  request.  As  you  know,  this  proposal  will  result  in  significant  cuts 
in  many  institutes  across  all  NIH  budget  mechanisms.  We  understand  the  difficult  fiscal 
constraints  that  face  our  country.  But,  we  believe  that  investment  in  biomedical  research 
will,  in  the  end,  increase  the  health  and  well-being  of  our  people  and  our  nation. 
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If  the  polls  are  deserving  of  attention,  they  indicate  the  American  public  places  good 
health  at  the  top  of  its  desires  and  is  willing  to  pay  more  to  achieve  and  maintain  it.  This 
should  be  reason  enough  to  support  increased  funding  for  biomedical  research,  but  there 
is  more.  We  shall  spend  many  months,  even  years,  modifying  our  health  care  system,  in 
part  because  costs  are  rising,  threatening  to  devour  funds  needed  for  other  national 
programs.  Controlling  health  care  costs  might  be  accomplished  in  a  variety  of  ways.  As 
you  know,  there  are  many  proposals  pending  in  Congress,  in  addition  to  the  one  under 
development  by  the  White  House  Task  Force.  But  one  of  the  real  solutions  to  saving 
medical  care  dollars  lies  in  supporting  our  investment  in  biomedical  research.  Mr. 
Chairman,  we  applaud  your  leadership  and  that  of  Senator  Hatfield,  in  making  sure  that 
medical  research  is  a  component  of  health  care  reform  that  is  not  forgotten  and  is 
addressed  as  part  of  any  comprehensive  proposal. 

Every  vaccine  created  through  NIH  supported  research  saves  the  country  two  and  three 
and  more  times  -  every  year  -  the  amount  the  research  costs. 

Every  outpatient  surgery  technique  saves  millions  annually  compared  to  previous  week 
long  hospital  stays.  Every  laser  surgery,  every  lithotripter  treatment,  saves  dollars  along 
with  pain  and  suffering. 

We  spend  about  $900  billion  on  health  in  the  U.S.  and  the  total  rises  each  year.  We 
spend  $19  billion  on  research,  only  a  little  more  than  half  for  NIH.  Surely  this  is  not 
enough  by  any  standard. 

We  cannot  promise  when  research  will  reduce  the  number  of  people  with  Alzheimer's  or 
find  a  cure  for  diabetes.  We  do  not  know  when  the  more  than  $100  billion  annual  bill  for 
alcoholism  will  be  cut  by  10%  or  30%.  But  these  events,  entirely  within  the  reach  of 
medical  research,  will  be  unnecessarily  delayed  for  want  of  reasonable  support,  or  they 
can  be  hastened  from  the  benefit  of  increased  support. 

Finally,  Mr.  Chairman,  we  wanted  to  take  this  opportunity  to  update  you  on  the  status  of 
changes  that  have  occurred  in  the  past  few  years  wiln  respect  to  the  indirect  costs 
reimbursement  system.  Attached  to  this  statement  is  a  summary  of  these  changes.  Many 
changes  have  already  been  instituted  by  universities  and  by  trie  Office  of  Management 
and  Budget.  In  the  coming  weeks,  we  expect  the  OMB  to  release  a  final  rule  regarding 
further  revisions  to  OMB  circular  A-21,  which  governs  indirect  costs  reimbursement  for 
federally  funded  research.  We  know  of  the  Subcommittee's  interest  in  this  area  and  we 
welcome  the  opportunity  to  outline  the  changes  that  have  already  been  made  as  well  as 
pending  changes  we  expect  to  be  implemented  in  the  very  near  future. 

In  conclusion,  Mr.  Chairman,  we  thank  you  for  all  of  your  efforts  on  behalf  of  biomedical 
research  and  we  urge  you  to  provide  the  dollars  needed  to  maintain  the  investment  in 
biomedical  research  that  you  and  your  colleagues  have  worked  so  hard  to  provide  over 
the  past  decade. 

STATEMENT  OF  HENRY  LEWIS  III,  ON  BEHALF  OF  THE 
ASSOCIATION  OF  MINORITY  HEALTH  PROFESSIONAL  SCHOOLS 

Mr.  Chairman  and  members  of  the  Subcommittee,  thank  you  for  the  opportunity  to  present  the  views 
of  the  Association  of  Minority  Health  Professions  Schools  (AMHPS).  AMHPS  is  an  organization  which 
represents  eleven  (11)  Historically  Black  Health  Professions  Schools  In  this  country.  Combined,  these 
institutions  have  graduated  60%  of  all  the  nation's  African-American  pharmacists.  50%  of  African-American 
physicians  and  dentists,  and  75%  of  African-American  veterinarians.  Most  of  these  graduates  are  working 
In  the  nation's  underserved  rural  and  Inner  city  communities. 

AMHPS  is  proud  of  our  Institutions'  accomplishments,  especially  given  the  significant  challenges  that 
we  have  overcome  throughout  our  existence.  For  a  long  time  our  schools  have  struggled  against  terrific 
odds  to  survive.  The  AMHPS  institutions  endure  a  financial  struggle  which  Is  inherent  In  our  mission  to  train 
disadvantaged  Individuals  to  serve  in  underserved  areas.  The  financial  plight  of  the  majority  of  our  students 
has  effected  our  Institutions  in  numerous  ways,  such  that  we  are  not  able  to  depend  on  tuition  as  a  means 
by  which  to  respond  to  the  discontinuation  of  capitation  or  other  forms  of  federal  support  for  health 
professions  education.  Additionally,  due  to  the  fact  that  the  patient  populations  served  by  these  institutions 
have  historically  been  poor,  our  institutions  have  not  earned  money  from  the  process  of  patient  care  at  a 
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time  when  the  average  medical  school  gets  40  to  50%  of  its  revenue  from  patient  care.  The  support  of  your 
subcommittee  in  terms  of  federal  resources  for  programs  impacting  our  students  and  our  institutions  has 
had  and  will  continue  to  have  a  significant  impact  in  enabling  us  to  achieve  our  mission  to  improve  the  poor 
health  status  of  Blacks  and  other  minorities  and  to  address  the  underrepresentation  of  blacks  and  other 
minorities  in  the  health  professions. 

Despite  the  recent  federal  support  that  has  been  provided  to  our  Institutions,  there  Is  a  historic 
shortage  of  minorities  In  the  hearth  professions.  WhHe  Blacks  represent  approximately  12%  of  the  U.S. 
population,  only  2-3%  of  the  nation's  physicians,  dentists,  pharmacists,  and  veterinarians  are  black.  Studies 
have  demonstrated  that  when  African-Americans  are  trained  in  the  health  professions,  they  are  much  more 
likely  to  serve  in  medically  underserved  areas,  more  likely  to  take  care  of  other  minorities  and  more  likely 
to  accept  patients  who  are  Medicaid  recipients  or  otherwise  poor.  For  this  reason,  It  Is  imperative  that  the 
federal  commitment  to  training  African-Americans  in  the  health  professions  be  strong 

There  is  a  direct  correlation  between  the  health  status  disparity  of  blacks  compared  to  whites  and 
the  underrepresentation  of  minorities  In  the  health  professions.  The  1985  HHS  Secretary's  Task  Force 
Report  on  Black  and  Minority  Health  documented  that  the  Infant  mortality  rate  for  blacks  Is  almost  double 
the  rate  for  whites.  African-Americans  suffer  from  disproportionately  high  rates  of  cancer,  diabetes, 
pulmonary  complications,  and  other  disorders  that  contribute  to  60,000  excess  deaths  per  year  among 
blacks  when  compared  to  whites.  If  not  for  the  efforts  of  Historically  Black  Health  Professions  Schools,  the 
health  status  disparity  between  minorities  and  the  general  population  would  be  even  greater. 

Unfortunately  since  this  historic  report  the  health  status  disparity  between  the  two  groups  has 
actually  worsened.  The  life  expectancy  of  African-Americans  has  decreased  dramatically  and  AIDS,  which 
was  not  even  mentioned  In  the  1985  report,  Is  now  a  leading  cause  of  death  which  disproportionately  affects 
blacks  and  other  minorities  -  minorities  who  constitute  24%  of  the  population  but  45%  of  the  AIDS  victims. 
In  addition,  the  gap  In  Infant  mortality  when  comparing  the  number  of  deaths  for  black  and  white  babies, 
mentioned  earlier,  continues  to  widen. 

I  am  pleased  to  report  that  February  23,  1993,  the  Public  Health  Service  Office  of  Minority  Health, 
which  was  established  by  this  subcommittee,  held  a  Mini  Summit  on  Minority  Health  here  in  Washington, 
D.C.  to  revisit  the  1985  HHS  Secretary's  Task  Force  Report  on  Black  and  Minority  Health.  This  summit 
critically  evaluated  the  progress  of  how  improved  the  health  status  and  quality  of  life  of  blacks  and  other 
minorities  has  become  since  the  original  report  was  released. 

Specific  Key  Programs  Supported  by  AMHPS 

Disadvantaged  Minority  Hearth  Improvement  -  Hearth  Professions  Training 

In  1990  Congress  passed  the  Disadvantaged  Minority  Health  Improvement  Act.  The  purpose  of  this 
act  is  to  Improve  the  hearth  status  of  Individuals  from  disadvantaged  backgrounds,  Including  racial  and 
ethnic  minorities  and  Increase  the  numbers  of  those  Individuals  In  the  health  professions.  One  component 
of  this  measure  was  an  expansion  of  the  Institutions  eligible  for  Minority  Centers  of  Excellence  (COE)  grants. 
The  Centers  of  Excellence  program  has  provided  a  tremendous  boost  to  the  academic  excellence  of  several 
of  the  Institutions  of  our  association.  Authorizing  legislation  passed  In  1991  expands  the  number  of 
Institutions,  and  the  number  of  ethnic  minority  groups  that  may  benefit  from  this  program  Additional  funding 
is  necessary  to  Indude  several  more  Historically  Black  Health  Professions  Schools,  and  a  variety  of  other 
institutions  that  have  strong  programs  in  minority  health  training.  It  is  Imperative  that  these  predominantly 
minority  institutions,  which  train  a  disproportionate  number  of  minority  health  professionals  and  provide  a 
great  deal  of  care  to  minority  populations,  receive  adequate  support. 

Overall,  the  Disadvantaged  Minority  Health  Improvement  Act  programs  have  been  severely  under- 
funded In  the  areas  of  health  services  for  residents  of  public  housing,  capital  contributions  to  student  loan 
funds,  scholarship  programs  for  disadvantaged  minority  health  students  and  grants  for  community  based 
scholarship  programs. 

AMHPS  Institutions  rely  heavily  on  Disadvantaged  Assistance  grants  and  contracts  In  order  to 
Identify,  recruit,  retain  and  place  minority  and  disadvantaged  students.  Exceptional  Financial  Need 
Scholarships  are  also  critical  to  our  abflity  to  recruit  and  retain  promising  disadvantaged  students. 

Minority  Programs  at  NIH 

Continued  development  and  bunding  of  the  research  infrastructure  at  our  schools  is  a  high  priority. 
Because  of  the  health  status  disparities  that  exist  among  blacks  and  other  minorities  as  compared  to  whites. 
It  Is  incumbent  upon  minority  Institutions  to  focus  on  closing  the  health  status  gap  We  can  only  achieve 
this  by  Improving  our  research  capabilities  to  study  the  health  status  disparities.  This  means  everything  from 
research  labs,  to  our  faculty,  to  our  learning  resources 
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The  Research  Centers  In  Minority  Institutions  (RCMI)  program,  Minority  Biomedical  Research  Service 
(MBRS)  programs,  and  the  Minority  Access  to  Research  Careers  (MARC)  program  each  play  an  Important 
role  in  assisting  our  Institutions  to  continue  to  build  our  research  infrastructure.  These  programs  are  critical 
to  our  development.  The  MBRS  grant  programs  are  an  Important  tool  In  supporting  the  participation  of 
minority  undergraduates,  graduates,  and  faculty  in  biomedical  research  at  minority  Institutions.  The  MARC 
program  provides  special  research  training  opportunities  and  incentives  In  the  biomedical  sciences  to  attract 
and  retain  minority  students  for  research  careers.  These  two  excellent  programs  must  be  funded 
appropriately. 

The  RCMI  program  Is  crucial  to  our  institutions  ability  to  develop  research  Infrastructures,  train 
minority  professionals  in  research  capacities,  compete  for  research  dollars  and  most  importantly  study  health 
problems  common  In  the  communities  of  African-Americans  and  other  minorities.  It  is  Imperative  that 
Congress  Increase  the  funding  for  this  program. 

AMHPS  also  looks  forward  to  a  productive  working  relationship  with  the  NIH  Office  of  Research  on 
Minority  Health,  and  has  begun  a  promising  collaborative  effort  with  the  NIH  ORMH  to  fully  define  the  role 
our  institutions  can  play  In  Implementing  the  minority  research  portions  of  the  NIH  Strategic  Plan. 

AMHPS  also  strongly  supports  funding  for  the  extramural  grants  program  for  biomedical  and 
behavioral  research  facilities  construction  at  "Institutions  of  Emerging  Excellence"  that  are  described  as  RCMI 
Recipients  or  Minority  Centers  of  Excellence.  This  new  program  Is  being  established  in  the  NIH 
Reauthorization  that  Is  now  moving  through  Congress  and  is  expected  to  be  signed  Into  law  soon.  This 
critical  mechanism  will  allow  our  schools  to  begin  to  catch-up,  and  begin  to  modernize  our  research  facilities 
-  an  area  In  which  we  are  well  behind. 

The  collective  missions  of  Institutions  to  train  disadvantaged  Individuals  to  serve  in  underserved 
areas  is  a  challenge  to  institutional  financial  stability.  Because  of  that  mission  our  institutions  fall  behind  in 
the  area  of  research  Infrastructure  -  from  our  research  faculty,  to  Instrumentation,  to  facilities.  However, 
based  on  our  past  accomplishments  with  meager  resources,  we  feel  confident  that  we  are  making  a 
significant  contribution,  but  could  make  even  greater  strides  if  these  improved  facilities  were  supported  - 
particularly  In  studying  diseases  and  health  conditions  that  disproportionately  affect  blacks  and  other 
minorities. 

Strengthening  Historically  Black  Graduate  Institutions 

Title  III,  Part  B,  Section  326  Is  a  program  of  extreme  importance  to  the  AMHPS  institutions.  This 
program  allows  historically  black  graduate  institutions.  Including  those  represented  by  AMHPS,  to  participate 
in  the  Part  B  program  for  strengthening  our  schools.  The  funding  from  this  program  is  utilized  by  our 
institutions  to  establish  and  strengthen  development  offices,  to  begin  endowment  development  campaigns 
(a  definite  need  of  all  HBCUs),  and  to  enhance  our  educational  capabilities  on  the  graduate  level. 

Last  year,  the  Higher  Education  Act  Reauthorization  added  11  Historically  Black  Graduate  and 
Professional  Schools  to  Section  326  of  Title  III,  making  16  schools  eligible  for  this  funding.  Increased 
funding  is  a  necessity  in  the  fiscal  year  1994  appropriation  for  this  program.  In  order  to  accommodate  these 
new  schools  at  the  minimum  funding  level,  and  continue  progress  made  at  the  existing  schools.  A  funding 
level  of  at  least  $  17  million  Is  necessary  to  accommodate  each  of  the  existing  and  the  11  new  schools 
added  in  last  years  reauthorization. 

Mr.  Chairman,  please  allow  me  once  again  to  offer  our  most  sincere  appreciation  to  you  and  the 
members  of  this  subcommittee  for  the  support  and  resources  this  subcommittee  has  provided  for  the 
students  who  attend  our  institutions  and  for  our  institutions.  Funding  provided  for  minority  health  and 
education  programs  Is  indeed  both  a  critical  and  worthwhile  investment. 


STATEMENT  OF  STEPHEN  D.  HMD,  ON  BEHALF  OF  THE 
ASSOCIATION  OF  ORGAN  PROCUREMENT  ORGANIZATIONS 

Mr.  Chairman  and  Members  of  the  Committee,  my  name  is  Stephen 
Haid  and  I  am  the  current  President  of  the  Association  of  Organ 
Procurement  Organizations.  I  am  also  Executive  Director  of  the 
Southwest  Organ  Bank  in  Dallas  and  currently  serve  as  a  member  of 
the  Board  of  Directors  of  the  United  Network  for  Organ  Sharing. 

I  am  speaking  today  on  behalf  of  the  Association  of  Organ 
Procurement  Organizations  (AOPO) ,  a  trade  association  of  57 
federally  designated  organ  procurement  organizations  (OPOs) .   Our 
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mission  ia  to  represent  and  serve  OPOs  through  advocacy,  support 
and  development  of  activities  that  will  maximize  the  availability 
of  organs  and  tissues,  and  enhance  the  quality,  effectiveness  and 
integrity  of  the  donation  process.  AOPO  was  incorporated  in  1985 
and  has  represented  the  majority  of  OPOs  in  the  United  States  since 
that  time.  AOPO  was  instrumental  in  achieving  Congressional  repeal 
of  the  "50  donor  rule",  a  prior  performance  criteria  and  which 
required  each  OPO  to  recover  organs  from  at  least  50  donors  per 
year.  Had  this  not  been  repealed,  this  performance  criterion  would 
have  resulted  in  the  closure  of  approximately  half  of  the  OPOs  in 
the  United  States,  dramatically  disrupting  the  organ  procurement 
system  in  this  country.  AOPO  also  developed  and  proposed  OPO 
performance  criteria,  which  we  expect  will  be  included  in  the  final 
regulations  promulgated  by  the  Department  of  Health  and  Human 
Services.  Most  recently,  AOPO  testified  before  the  Subcommittee 
on  Health  and  the  Environment  of  the  House  Energy  and  Commerce 
Committee  regarding  the  reauthorization  of  the  National  Organ 
Transplant  Act.  AOPO  also  testified  before  the  Health  Subcommittee 
of  the  House  Ways  and  Means  Committee  regarding  the  standard  health 
care  benefits  package. 

I  am  here  today  to  request  that  the  Congress  appropriate 
increased  funding  for  the  Division  of  Organ  Transplantation  (DOT) , 
the  Organ  Procurement  and  Transplantation  Network  (OPTN)  and  the 
Scientific  Registry  in  order  to  ensure  that  the  supply  of  organs 
is  increased  and  optimal  delivery  of  services  is  available  for 
transplant  recipients. 

Division  of  Organ  Transplantation 

The  functions  and  expectations  of  the  Division  of  Organ 
Transplantation  have  increased  steadily  since  its  inception.  The 
DOT  is  an  important  federal  agency  responsible  for  oversight  of  the 
Organ  Procurement  and  Transplantation  Network  and  the  organ 
transplantation  Scientific  Registry.  In  addition,  the  DOT  has 
historically  reviewed  and  awarded  grants  to  OPOs  and  other  entities 
for  various  projects  related  to  organ  donation  and  transplantation. 
The  Division  is  also  responsible  for  public  education  to  increase 
organ  donation  and  for  providing  technical  assistance  to  OPOs.  The 
DOT  has  expanded  its  level  of  participation  with  various 
transplant- related  organizations,  including  frequent  speaking 
engagements  at  association  meetings  and  OPO  conferences.  The  staff 
of  the  DOT  has  increasingly  become  a  resource  for  OPOs  and  many 
other  transplant- related  entities. 

AOPO  recommends  increasing  current  annual  funding  of  the  DOT 
by  5  percent  and  continuing  the  DOT  grant  program  at  a  level  of 
$1  million  per  year.  These  grants  should  emphasize  the  need  to 
increase  organ  donation  and  should  be  made  available  to  OPOs  and 
other  entities.  An  effective  method  for  widespread  dissemination 
of  the  results  of  these  grant  projects  must  be  developed  and 
implemented  so  that  successful  techniques  demonstrated  by  these 
projects  can  be  utilized  by  all.  Previously  awarded  grants  have 
proven  effective  and,  in  some  cases,  have  measurably  increased 
organ  donation  (appendix  A) . 

AOPO  further  recommends  that  $1  million  additional  funding  be 
appropriated  to  the  DOT  for  support  of  a  national  education 
campaign.  Most  transplant  experts  agree  that  a  consistent  national 
message  about  organ  and  tissue  donation  is  likely  to  have  a 
beneficial  effect  on  public  awareness  and  ultimately  the  rate  of 
donation. 

Organ  Procurement  and  Transplantation  Network 

The  Organ  Procurement  and  Transplantation  Network  was 
originally  awarded  to  the  United  Network  for  Organ  Sharing  in  1986. 
The  OPTN  has  expanded  with  each  contract  renewal.   The  OPTN  houses 
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a  national  computer  system  listing  of  all  patients  awaiting  an 
organ  transplant  in  the  United  States.  The  OPTN  is  also 
responsible  for  development  and  implementation  of  an  equitable 
national  organ  allocation  system.  This  process  includes  obtaining 
broad-based  input  from  medical  professionals,  patients  and  the 
general  public  prior  to  any  final  policy  decisions.  In  addition, 
the  OPTN  is  responsible  for  monitoring  the  national  system  for 
compliance.  As  the  size  of  the  waiting  list  has  increased  to  more 
than  30,000  patients  and  the  number  of  transplant  centers  has 
proliferated,  the  national  allocation  system  has  become 
increasingly  complex. 

AOPO  recommends  increasing  current  funding  levels  for  the  OPTN 
by  10  percent  annually.  We  further  recommend  additional  funding 
of  $500,000  to  be  allocated  to  the  OPTN  and  earmarked  for  special 
projects  to  increase  organ  donation. 

Scientific  Registry 

The  Scientific  Registry  for  transplant  results  was  originally 
awarded  to  the  United  Network  for  Organ  Sharing.  The  first  report 
of  national  center  specific  transplant  results  was  published  in 
1993  and  was  a  comprehensive  report  on  transplant  center  outcomes 
understandable  to  both  professionals  and  lay  persons.  The  task  of 
compiling  the  report  is  enormous  and  includes  multiple 
communications  with  transplant  centers  to  not  only  acquire  the 
data,  but  also  to  ensure  that  it  has  been  verified,  as  well  as  to 
collate  the  results.  We  recommend  increasing  the  funding  for  the 
Scientific  Registry  contract  by  10  percent  per  year. 

Conclusion 

Thousands  of  patients  rely  on  transplantation  to  sustain  their 
lives.  The  DOT,  OPTN  and  Scientific  Registry  play  key  roles  in 
ensuring  an  adequate  supply  of  organs,  as  well  as  a  fair  and 
equitable  system  of  allocation.  We  urge  Congress  to  continue  to 
support  the  patients  who  so  desperately  require  a  transplant  by 
adequately  funding  these  entities. 

I  appreciate  the  opportunity  to  present  the  views  of  AOPO  to 
this  Committee  and  would  be  pleased  to  respond  to  any  questions. 

Appendix  A 

SAMPLE  OP  DOT  GRANTS  WITH  POSITIVE  RESULTS 

A  grant  was  awarded  to  Tennessee  Donor  Services  for  a  project 
entitled,  "Kids  on  the  Block".  This  is  a  puppet  show  which 
provides  education  about  organ  and  tissue  donation  to  students. 
This  began  at  the  local  level  of  the  Tennessee  Donor  Services  OPO 
and  has  since  become  a  national  program.  Many  thousands  of 
students  have  received  education  about  organ  and  tissue  donation 
as  a  direct  result  of  this  project. 

Two  separate  grants  were  awarded  to  Mid -America  Transplant 
Program.  The  first  provided  two  African-American  Community 
Education  Coordinators  and  the  second  provided  an  African-American 
requestor  for  that  OPO.  Since  the  initiation  of  these  positions 
and  implementation  of  their  work,  donor  referrals  from  African- 
American  increased  by  130%  and  actual  donations  from  African- 
Americans  have  increased  from  5  donors  in  1988  to  16  donors  in 
1991. 

Grants  were  recently  awarded  to  Meharry  Medical  College  in 
Nashville  to  study  attitudes  of  African-American  health  care 
professionals  and  to  train  faculty  and  health  care  students  in 
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historically  African- American  colleges.  The  study  showed  that 
African-American  health  care  professionals  believe  that  organ 
donation  is  beneficial,  but  that  they  have  uncertainties  about 
families'  reaction  to  donation  and  the  legal  implications  on  the 
hospital  and  health  care  professionals.  The  training  program  is 
expected  to  reach  faculty  and  health  care  students  at  35  African- 
American  colleges. 

A  grant  was  awarded  to  LifeGift  Organ  Donation  Center  in 
Houston  to  advance  organ  donation  responsiveness  within  minority 
populations  through  education.  This  included  training  for  hospital 
personnel  and  the  development  of  educational  materials  sensitive 
to  minority  populations.  The  project  incorporated  public  service 
announcements  and  programs  at  area  high  schools.  LifeGift 
experienced  a  78%  increase  in  African-American  donors  and  a  13% 
overall  increase  in  minority  donors  in  1991. 


STATEMENT  OF  MICHAEL  K.  GEMMELL,  ON  BEHALF  OF  THE 
ASSOCIATION  OF  SCHOOLS  OF  PUBLIC  HEALTH 

The  Association  of  Schools  of  Public  Health  (ASPH-)  appreciates  the  opportunity  to  outline  its  FY94 
appropriations  requests  to  the  members  of  the  Senate  Labor/HHS/Education  Appropriations  Subcommittee.  Our 
requests  support  graduate  students  (traineeships),  public  health  faculty  (special  projects),  public  health  physicians 
(preventive  medicine  residencies),  minority  recruitment  programs  (HCOP),  prevention  related  research  (CDC's 
prevention  centers)  and  maternal  and  child  health  initiatives,  among  others.  The  25  accredited  graduate  schools  of 
public  health  use  these  funds  to  partially  supplement  programs  that  train  a  professional  workforce  vital  to  meet  the 
objectives  outlined  in  HEALTHY  PEOPLE  2000:  a  national  strategy  for  significantly  improving  the  health  of  the 
nation  over  the  current  decade. 

The  schools  will,  no  doubt,  be  asked  to  provide  professionals  with  the  necessary  skills  required  to  implement 
health  care  reform  proposals.  This  country  is  currently  engaged  in  a  national  debate  about  health  care  reform  (I  ICR), 
access,  availability  of  services,  cost  controls,  managed  care  or  competition  vs.  single-payer  approaches  to  universal 
coverage,  etc.  In  addition,  this  nation  has  set  for  itself  the  Year  2000  Objectives  for  Promoting  Health  and 
Preventing  Disease  throughout  the  U.S.  population.  Winning  those  objectives,  as  well  as  achieving  health  care 
reform,  will  depend,  in  part,  on  effective  leadership  of  health  agencies  and  organizations  at  national,  state  and  local 
levels.  These,  in  turn,  rely  on  the  university  graduate  schools  of  public  health  (and  other  public  health/preventive 
medicine  programs)  to  provide  such  leadership  in  the  form  of  comprehensively-trained  public  health  professionals  now 
in  short  supply" 

Currently,  we  are  spending  billions  of  dollars  on  treatment  of  chronic  diseases  and/or  research  to  find  cures 
for  such  diseases,  while  at  the  same  time  devoting  only  pennies  of  our  health  care  dollars  to  finding  ways  to  prevent 
them. 

There  is  little  national  evidence  to  indicate  any  real  commitment  to  increasing  federal  support  for  prevention 
and  capacity  building  of  the  public  health  infrastructure.  The  neglect  of  past  administrations  of  our  nation's  public 
health  system  contributed  to  its  "disarray". 

In  our  opinion,  the  public  health  crisis  needs  immediate  attention.  Public  health  has  contributed  to  major 
improvements  in  the  health  status  of  Americans.  These  achievements  are  well  documented.  Diseases  which  were 
leading  causes  of  death  in  the  1900s  such  as  influenza,  pneumonia,  diphtheria,  etc.,  are  no  longer  a  major  threat  to 
the  nation's  health;  the  near  elimination  of  polio  in  the  Americas  and  the  worldwide  eradication  of  smallpox  are  two 
recent  examples  of  the  impact  of  public  health  research  and  practice.  "But  the  public  has  come  to  take  the  success 
of  public  health  for  granted.  Health  officials  have  difficulty  communicating  a  sense  of  urgency  about  the  need  to 
maintain  current  preventive  efforts  and  to  sustain  the  capability  to  meet  future  threats  to  the  public's  health."  (The 
Future  of  Public  Health  (1988),  IOM). 


ASPII  is  the  only  national  organi?ation  representing  the  deans,  over  2,100  faculty  and  over  12,000  students  of  the 
25  schools  of  public  health  The  schools  represent  the  primary  education  system  that  trains  personnel  needed  to 
operate  our  nation's  public  health,  disease  prevention  and  health  promotion  programs.  ASPH's  principal  purpose 
Is  to  promote  and  improve  the  education  and  training  of  professional  public  health  personnel.  It  was  formed  in 
1959  in  response  to  the  need  to  give  a  national  voice  to  academic  public  health. 

According  to  the  PUS,  there  are  currently  shortages  of  epidemiologists,  bioslatisticians,  environmental  health 
specialists,  public  health  nurses  and  physicians;  and,  according  to  the  IOM,  "most  public  health  workers,  including 
some  public  health  leaders,  have  not  had  formal  educational  preparation  focused  primarily  on  public  health  " 
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The  IOM  b  right:  "Public  health  is  a  vital  function  that  is  in  trouble."  It  needs  to  be  fixed  soon  or  it  will 
undergo  further  erosion  because  the  nation  is  concentrating  on  health  care  reform  at  the  expense  of  the  public  health 
system.  Not  many  proposals  address  the  need  to  shore-up  our  nation's  public  health  infrastructure;  there  are 
currently  few  proposals  that  call  for  initiatives  designed  to  achieve  goals  outlined  in  Healthy  People  2000  either.  Our 
modest  requests  for  FY94  appropriations  will,  hopefully,  contribute  to  the  re-building  of  the  current  public  health 
system.  The  deans  of  the  U.S.  schools  of  public  health  go  on  record  in  support  of  the  CDC  Coalition's  request  of 
$2.5  billion  for  the  Centers  for  Disease  Control  and  Prevention.  We  strongly  support  the  important  work  of  this 
nation's  lead  prevention  agency,  in  general  and  its  various  education,  training  and  prevention  research  activities,  in 
particular.  We  especially  request  adequate  funding  for  the  NIOSH  educational  resource  centers  (ERCs)  and  the 
agency's  newest  prevention-related  activity  the  seven  health  promotion  and  disease  prevention  centers.  The  centers 
conduct  applied  research  programs  that  focus  on  disease  prevention  and  control.  Each  center  works  closely  with  local 
health  agencies  as  well  as  with  providers  of  health  services  to  develop  new  ways  of  promoting  health  and  on  improved 
methods  of  appraising  health  hazards  and  risk  factors. 

The  deans  of  the  25  graduate  schools  of  public  health  (list  attached)  respectfully  urge  Congress  to  appropriate 
the  maximum  FY94  funds  requested  in  order  to  support  Title  V,  Title  VII  and  Title  XVII  authorities  of  primary 
concern  to  the  academic  public  health  community.    Specific  FY94  funding  requests  are  attached. 
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ACCREDITED  SCHOOLS  OF  PUBLIC  HEALTH 


School  i.r  Public  Health 

University  of  Alabama  at  ftirminghani 

JOS  I  id  well  Hall 

Birmingham,  AL   35294 

School  of  Public  llrallli 
Hoslon  University 
80  K.  Concord  Street,  A  -107 
Hoslon,    MA    02118-2394 

School  of  I'oMir  Health 

1 1 ntvrt  siiy  of  <  aliloi  nia  al  Herkrlry 

19  Karl  Warren  Mall 

llrrkrlcy,    (A    94720 

School  of  Public  llrallh 
University  of  Caliroroia  al  Ins  Angeles 
Center  for  llrallh  Sciences 
Noom  16-035 

I  os  A  nuclei,    CA    90024 

Srhnol  of  Public  Health 
Colombia  Uuivrrsily 
7600  West  168th  Street 
New  Vork,   NV    100J2 

School  of  rohtic   Health 
Emory  University 
1599  i  lifton  Ituad,  NE 
Atlanta,    CA    J0J29 

School  of  Public  Health 
Harvard  University 
677  Huntington  Avenue 
Hoslon,    MA    (121  IS 

School  of  Public  llrallh 
Uiiivrrsify  of  Hawaii 
1960  East  Weil  Uoad 
llooolotu,    III    96822 

School  of  Public  Health 

Univri  s«1  >   of  Illinois  al  Chicago 

I I  r  nil  la  Science!*  Center 
P.O.  lira  6998 
Chicago,    II.   60680 


School  of  Hygiene  anil  Public  llrallh 
I  hr  Johns  Hopkins-  Uniscrsily 
61$  N.  Wolfe  Street 
Italtiioorr.     Ml>    21205-2179 

School  of  Public  Health 
t.oma  I  inda  Univrrsily 
l.oma  Linda,    (A    92JSO 

School  of  Public  llrallh 
University  of  Massai  husrlls 
KIH  Arnold  House 
Amhrrsl.  .MA    112003  D0J7 

Sclioid  of  Public  llrallli 
Univrrsily  of  Michigan 
109  Observatory  Stirrl 
Ann  Arbor.    Ml    48109-2029 

School  of  Public  Health 
University  of  Minnesota 
A-J02  Mayn  Memorial  llnildiog 
42U  Delaware  Street,  SE 
Minnea|uilis.    MN    55455-3181 

Srhnol  of  Public  llmltlt 
University  of  North  Carolina 

at  Chanel  Hill 
Campos  llos  7400  Kusenaa  1 1  nil 
Chapel  Hill.  r<C    27599-7400 

College  of  Public  Health 
University  of  Oktahuma 
P.O.  llos  269111 
Oklahoma  City.   OK    73190 

Cradoalc  School  of  Public  llrallh 
Itnivcrsil)  id  PillsliMrgh 
III  Parrau  Hall 
Pittsburgh.    P\    IS26I 

School  of  Publir  HchIiIi 
University  of  Puerlo  Uiro 
C.P.O.  llos  5067 

Sao  Juan,    Pit    009J6 


Cradiialr  Si  hunt  of  Public  Health 
San  Diego  Slate  University 
San  Diego,  CA    92I82040S 

School  of  Public  Health 
University  of  South  Carolina 
Sumter  and  Crrcn 
Columbia,    S(     29208 

<  oltcge  of  Public  Health 

University  of  South  l-loiida 

MIIII-104 

IJ20I   lb  mr  It.  Downs  Boulevard 

lampa,    IL   33612-3899 

School  of  Public  llrnlth 
Uuivrrsily  of  Trias 
llrallh  Science  Center  at  Houston 
Krurl  A.  Slallours  lliiilding 
Houston,    IX    7722S 

Sehmd  of  Public  llrallh  and 

I  topical  Medicine 
I  olanr  University 
I4J0    I  uhiur  Avrnor 
Ness  Orleans,    LA    7(1112 

School  of  Public  Health  and 
(  iitniuunity  Medicine 
University  of  Washington 
S«  -JO 
Seattle,    \VA    98I9S 

Department  of  Epidemiology  and 

Public  Health 
Yale  I  'niversily 
Srhiml  of  Medicine 
P.O.  llos  3JJJ 
New  Haven.  CI     06SI0 

Sehmd  of  Public  Health* 
University  al  Albany 
SUNY 

Two  University  Place 
Albany,    NV    12203-3399 

School  mI  Public  llrallh" 

St.  I  otiis  Uuivrrsily 

J66J  Lindrll  lloulrvnrd  (4th  floor) 

O'Donnell  Hall 

St.  Louis,    MO    6JI08 

will  seek  accrrditatioo  in  1 99 J  94 

..  Pre-arcrrdited 


ASCII  is  the  only  national  organization  representing  Ihr  deans,  faculty  and  students  of  the  2S  schools  of  public  health.    The 
schools  represent  the  primary  educational  syslcm  that  trains  personnel  needed  to  operate  our  nation's  public  health,  disease 
prevention  and  health  promotion  programs.    ASPH's  principal  purpose  is  to  promote  and  improve  the  education  and  training 
of  professional  public  health  personnel. 
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STATEMENT  OF  THE  ASSOCIATION  OF  STATE  AND  TERRITORIAL 

HEALTH  OFFICIALS 

The  Association  of  State  and  Territorial  Health  Officials  (ASTHO)  represents  the  chief  health 
official  in  each  of  the  50  states,  the  District  of  Columbia  and  the  U.S.  territories.  We 
appreciate  this  opportunity  to  present  our  written  statement  related  to  FY94  appropriations  for 
the  Department  of  Health  and  Human  Services. 

Americans  are  far  healthier  now  than  100  years  ago  because  of  a  virtual  revolution  in  public 
health  and  preventive  medicine  during  this  century.  We  can  now  prevent  measles,  hepatitis  B, 
polio  and  other  major  diseases.  We  have  sophisticated  sanitation,  fluoridation  and 
environmental  programs  which  protect  our  society  from  a  large  number  of  diseases  and 
infections.  We  can  diagnose  and  effectively  treat  many  types  of  cancers,  heart  disease, 
sexually  transmitted  diseases,  hypertension  and  diabetes.  As  a  nation,  we  are  becoming  more 
health  conscious. 

While  Congress,  the  administration  and  the  nation  support  the  concept  of  prevention,  the  sad 
truth  is  that  there  is  no  set  prevention  strategy  in  this  country.  There  are  also  inadequate 
resources.  Only  about  3  percent  of  Federal  spending  is  currently  going  into  prevention 
activities.    The  other  97  percent  goes  for  curative  activities. 

The  tragedy  in  public  health  is  that  we  accept  our  failures.  We  put  billions  of  dollars  into  high 
tech  perinatal  care  and  we  cheat  our  prevention  efforts  by  not  putting  more  resources  into 
prenatal  care. 

We  accept  unimmunized  children  more  as  the  norm  than  the  exception  in  our  funding  policies. 

We  tolerate  the  rampant  spread  of  sexually  transmitted  diseases  while  we  earmark  small 
amounts  for  prevention.  And  now  as  AIDS  has  exposed  all  of  the  vulnerabilities  of  the  public 
health  system  we  are  expected  to  pump  billions  into  care  and  treatment  when  much  of  this  may 
be  prevented. 

Just  two  years  ago,  ASTHO  solicited  from  its  membership  a  listing  of  programs  which  are 
critical  to  the  member's  state,  but  which  are  receiving  little  or  no  funding  because  of  a  lack 
of  resources.  The  response  from  the  states  was  overwhelming  and  the  total  estimate  of  new 
resources  needed  to  address  the  problems  totaled  more  than  $1.7  billion  nationally.  Yet  we 
fall  far  short  of  this  goal  in  actual  appropriations. 

If  we  are  to  fulfill  our  Nation's  commitment  to  enhancing  prevention  efforts,  it  is  essential  that 
Congress  provide  adequate  funds  for  a  variety  of  prevention  programs.  ASTHO  applauds  the 
administration's  strong  commitment  to  public  health  programs  in  its  budget  request  and 
encourages  Congress  to  enhance  the  President's  request.  We  support  a  funding  level  of  $2.5 
billion  for  the  Centers  for  Disease  Control  and  Prevention.  CDC  has  always  lead  our  nation's 
efforts  in  the  area  of  prevention  and  is  the  lead  agency  for  a  variety  of  prevention  initiatives 
including  the  Preventive  Health  and  Health  Services  Block  Grant,  Immunizations,  Sexually 
Transmitted  Diseases  and  Chronic  Diseases.  The  services  provided  by  the  CDC  are  critical  to 
this  nation's  health.  Underfunding  of  the  CDC  and  its  programs  will  directly  affect  the  health 
of  present  and  future  generations  of  Americans. 

ASTHO  strongly  believes  that  increased  resources  are  needed  in  all  public  health  programs. 
However,  we  believe  special  attention  should  be  provided  to  the  following  four  programs  during 
Congressional  consideration  this  year: 

PREVENTION  BLOCK  GRANT  --  The  Preventive  Health  and  Health  Services  Block  Grant 
is  the  backbone  for  many  state  public  health  programs.  The  Block  Grant  helps  fund  essential 
services  which  are  assisting  states  in  achieving  the  Year  2000  Health  Objectives.  This  funding 
is  the  foundation  of  many  state  health  promotion  and  chronic  disease  efforts.  This  program 
provides  states  with  the  strongest  opportunity  to  address  a  wide  array  of  prevention  programs. 


657 


The  program's  importance  in  improving  the  health  of  this  nation  should  not  be  underestimated. 
ASTHO  supports  full  funding  for  this  program  at  $205  million.  This  appropriations  level  will 
ensure  that  state  health  departments  are  able  to  provide  much  needed  prevention  services  to  a 
large  number  of  individuals  within  their  states. 

SEXUALLY  TRANSMITTED  DISEASES  -  The  rates  of  sexually  transmitted  diseases  such 
as  chlamydia,  syphilis  and  gonorrhea  have  risen  sharply  during  the  last  few  years  even  though 
they  are  treatable  and  preventable  diseases.  Vital  resources  needed  to  combat  these  diseases  have 
been  redirected  to  address  other  programs.  However,  sexually  transmitted  diseases  must  not  be 
ignored.  Recent  studies  indicate  that  1  out  of  every  5  individuals  in  this  nation  is  infected  with 
an  STD.  This  number  is  seriously  affecting  the  health  of  this  country.  Yet,  funding  for  STDs 
has  remained  constant  for  many  years.  Without  significant  increases  in  resources  we  cannot 
adequately  address  this  growing  problem.  We  have  the  technology  and  the  skills  to  prevent  these 
sometimes  deadly  diseases.  It  is  time  that  we  put  necessary  resources  into  this  problem.  ASTHO 
supports  $121.4  million  for  this  program. 

AIDS  PREVENTION  -  During  the  time  it  takes  to  read  this  testimony,  an  American  will 
become  infected  with  HIV  and  another  will  die  of  it.  State  Health  Agencies,  in  partnership  with 
the  federal  government  and  communities  across  the  nation,  have  an  immense  amount  of  work  to 
do  to  control  this  epidemic  which  continues  to  spread  into  every  sector  of  the  American  public. 
Public  health  efforts  to  confront  this  disease  have  been  complicated  by  the  fact  that  at  precisely 
the  time  when  HIV,  substance  abuse,  TB  and  STD  epidemics  are  converging  to  create  formidable 
challenges  to  the  health  of  our  citizens,  states  have  experienced  cuts  in  HIV  prevention  funding 
for  the  past  two  years.  Some  have  questioned  the  efficacy  of  HIV  prevention  wondering  why 
the  public  health  system  has  no  "magic  bullet"  yet  to  stop  the  spread  of  disease.  States  are  now 
in  the  process  of  compiling  an  inventory  of  model  programs  across  the  nation  which  have  been 
effective  in  slowing  the  spread  of  HIV.  The  success  of  these  programs  is  dependent  on 
availability  of  adequate  federal  resources  to  complement  the  greater  than  $330  million  in  state 
funds  spent  to  control  this  deadly  epidemic.  This  will  require,  at  a  minimum,  $281  million  in 
federal  HIV  prevention  funding  to  states  for  FY  94  and  full  funding  of  Title  II  of  the  Ryan  White 
CARE  Act.  AIDS  services  with  a  focus  on  prevention  is  one  of  four  immediate  national  public 
health  priorities  established  by  the  Presidential  Task  Force  on  Health  Care  Reform.  This  public 
health  priority  is  one  that  will  be  remedied  only  by  strong  federal,  state  and  local  commitment 
to  prevent  infection  in  the  first  instance. 

MATERNAL  AND  CHDLD  HEALTH  BLOCK  GRANT  -  First  authorized  in  1935  under  Title 
V  of  the  Social  Security  Act,  the  purpose  of  the  MCH  program  is  to  improve  the  health  of  all 
mothers  and  children,  consistent  with  national  health  objectives  for  the  Year  2000.  Both  the 
federal  set-aside  and  state  allocation  support  development  of  health  systems  infrastructure  are 
necessary  to  achieve  that  goal.  State  MCH  programs  are  charged  with  developing  community- 
based,  family  centered  systems  of  preventive,  primary  and  specialized  care.  Title  V  subsidizes 
services  targeted  to  low  income  families;  families  with  limited  access  to  care;  and  families  with 
children  with  special  health  care  needs.  Although  states  exercise  considerable  authority  in  setting 
priorities,  allocating  funds  and  delivering  services  to  fit  state  and  local  needs  and  characteristics, 
OBRA  '  89  amendments  to  Title  V  introduced  stricter  requirements  for  use  of  funds  and  for  state 
planning  and  reporting.  ASTHO  is  requesting  that  the  authorization  for  the  Title  V  Block  Grant 
be  raised  to  $1  billion,  with  appropriations  of  $746  million  for  FY94.  Twenty  four  states  have 
experienced  reductions  in  FY93  state  allocations  as  a  result  of  1990  census  data  being  utilized 
in  the  Title  V  Block  Grant  funding  formula.  Although  the  relative  proportion  of  children  living 
in  poverty  shifted  among  states,  the  absolute  number  of  these  children  increased,  creating  unmet 
needs  across  the  country.  An  appropriation  of  $746  million  is  necessary  if  every  state  is  to 
maintain  funding  at  1992  levels. 

There  are  many  other  public  health  programs  which  need  increased  funding.  ASTHO  supports 
increases  for  the  CDC  immunization  program,  the  CDC  tuberculosis  control  program,  the  CDC 
injury  control  program,  the  CDC  breast  and  cervical  cancer  program,  among  others. 
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The  fact  still  remains  while  this  nation,  Congress  and  the  administration  talk  about  the  importance 
of  prevention,  state  agencies  must  receive  new  resources  if  we  are  to  apply  our  public  health 
skills  to  reduce  morbidity  and  mortality  and  produce  the  kind  of  prevention  interventions  for 
which  we  are  capable.  We  will  continue  to  do  our  part  in  our  respective  states,  but  we  need 
more  support  from  the  federal  level. 

ASTHO  challenges  the  Congress  to  make  prevention  a  priority  and  to  provide  adequate  and 
needed  resources  for  prevention  activities.  The  systems  to  eradicate  many  diseases  and 
disabilities  are  in  place,  the  trained  personnel  are  available  and  the  techniques  for  conquering 
disease  and  promoting  prevention  are  known  and  accessible.  What  is  needed  is  a  responsible 
commitment  of  resources,  without  constraining  earmarks,  from  which  to  provide  improved  quality 
of  life  to  this  nation's  citizens. 

Again,  ASTHO  appreciates  the  opportunity  to  present  this  written  statement. 


STATEMENT  OF  DR.  PHILIP  J.  LANDRIGAN,  ON  BEHALF 
OF  THE  ASSOCIATION  OF  UNIVERSITY  ENVIRONMEN- 
TAL HEALTH  SCIENCES  CENTERS 

Mr.    Chairman,    and  members   of   the   Subcommittee . 

Thank  you  vary  much  for  having  given  Be  the  opportunity  to  testify  before  you  today  on 
appropriations  for  FY  199k  for  the  National  Institute  of  Environmental  Health  Sciences 
(NIEHS),    and  especially  on   the  NIEHS   Environmental  Health  Sciences   Centers   Program. 

The  NIEHS  supports  eighteen  university-based  environmental  health  research  centers 
across  the  United  States.  The  mission  of  each  of  these  Centers  Is  to  bring  together 
scientists  from  many  disciplines,  to  undertake  research  vhlch  ''HI  enable  us  to  understand, 
prevent  and  control  human  disease   of   toxic   environmental  origin. 

These  Centers  are  of  enormous  Importance  to  the  mission  of  NIEHS  and  to  the  nation. 
They  are  a  proven  mechanism  for  assembling  a  critical  nasi  of  scientists  to  solve  the 
complex,  multifactorial  problems  of  environmental  health.  The  problems  In  environmental 
health  are  simply  not  soluble  by  scientists  In  any  one  discipline  working  alone.  Only  by 
bringing  together  teams  of  medical  doctors,  molecular  biologists,  epidemiologists,  social 
scientists  and  health  educators  can  such  problema  as  childhood  lead  poisoning,  the  health 
effects  of  air  pollution,  heavy  metals  toxicology  and  environmental  damage  to  the  Immune 
system  can  be    resolved. 

Disease  Prevention  is  a  malor  goal  of  the  NIEHS  Centers.  Research  conducted  In  these 
Centers  hag  provided  the  blueprint  for  preventing  childhood  lead  poisoning,  aabeatosls, 
asthma,  environmental  cancer  and  the  sterility  in  men  that  can  be  caused  by  certain  solvents 
and  pesticides.  The  savings  In  medical  care  eoats  that  have  resulted  from  thla  prevention 
research  in  the  NIEHS  Centers  has  been  enormous.  Additional  savings  in  both  dollars  and 
human  misery  may  be  expected  to  result  from  research  conducted  In  these  Centers  in  the 
future. 

It  is  to  seek  support  for  the  continuing  work  of  these  unique  centers  that  I  appear 
before   you   today. 

BACKGROUND .  The  National  Institute  of  Environmental  Health  Sciences  (NIEHS),  one  of 
the  Institutes  of  the  National  Institutes  of  Health,  supports  Intramural  and  extramural 
research   programs. 

The  goals  of  these  programs  are  (1)  to  identify  tcotlc  chemical  and  physlcsl  agents  In 
the  environment  that  threaten  human  health,  (2)  to  study  the  means  by  which  environmental 
toxins  cause  Illness  and  (3)  ultimately  to  prevent  and  control  human  disease  that  is  caused 
by   environmental    toxins. 

PROBLEM.  The  threat  of  environmental  pollutants  to  human  health  has  been  Increasing 
in  recent  years.  Lung  cancer  caused  by  asbestos,  mental  retardation  caused  by  lead,  lung 
cancer  cauaed  by  radon,  chronic  degeneration  of  the  nervous  system  caused  by  solvents,  and 
reproductive  dysfunction  caused  by  pesticides  are  among  the  specific  problems  that  fall 
within  the  purview  of  NIEHS.  These  threats  to  human  health  have  bean  Increasing  in  recent 
years.      However,    the   research   "buying  power'   of  the   NIEHS  declined. 

The  research  programs  of  NIEHS  have  substantially  less  buying  power  today  than  they  did 
ten  years    ago. 

Despite  Increased  awareness  and  concern  among  the  American  public  about  environmental 
causes  of  human  dlseaae,  the  NIEHS  has,  for  each  of  the  paat  tan  years,  received  a  much 
smaller   yearly   percentage    appropriations    Increase    than   NI11   overell. 

HIEHS  CENTERS.  The  18  NIEHS  research  centers,  all  of  them  based  at  universities,  have 
assembled  a  critical  mass  of  scientific  talents  that  ara  applied  to  the  complex  scientific 
questions  of  environmental  health.     Unfortunately,    over   the  past  decade,    these  centers  have 


659 


seen  Che  buying  power  of  their  center  core  grants  drop  far  below  the  level  that  existed  a 
decade  ago . 

The  Centers  are  a  national  resource  for  responding  to  environmental  health  needs  at  the 
local,  the  state  and  the  national  level.  The  following  Is  a  brief  summary  of  some  of  the 
major  contributions  that  the  Centers  have  made  to  the  understanding  and  prevention  of 
environmental  disease  In  the  United  States. 

•  Lead  Poisoning-  Lead  poisoning  Is  epidemic  among  young  children  In  the  United  States. 
Three  to  four  million  American  preschool  children  have  elevated  blood  lead  levels. 
Research  supported  by  the  NIEHS  Centers  waa  critical  In  demonstrating  that  blood  lead 
levels  below  I0(i/dl  could  cause  mental  retardation  and  developmental  delay  In  young 
children.  Without  the  reseerch  supported  by  the  NIEHS  Centers,  many  American  children 

today  would  be  suffering  silently  from  lead  poisoning.   Research  supported  by  the  NIEHS 
Centers  was  critical  in  identifying  this  problem  and  In  devising  strategies  for  prevention. 

•  Asbestos.  Asbestos  has  been  an  absolute  disaster  In  the  United  States.  Millions  of 
tons  were  used  throughout  the  United  States  from  the  1930s  then  until  the  1980s. 
Millions  of  persons  were  exposed,  and  tans  and  thousands  of  homes,  schools,  offices  and 
other  public  buildings  were  contaminated.  By  the  year  2000,  an  estimated  300,000 
Americans  will  have  died  of  the  diseases  caused  by  asbestos:  principally  asbeacosls, 
lung  cancer,  and  malignant  mesothelioma , 

Research  conducted  at  the  NIEHS  Center  at  the  Mount  Slnal  School  of  Medicine  that 
Identified  the  relationship  between  asbestos  exposure  and  these  dread  diseases.  This 
research  made  possible  the  development  of  strategies  to  combat  the  diseases  caused  by 
asbestos.  Absent  that  research,  the  current  epidemic  would  be  far  worse,  asbestos 
would  still  be  In  widespread  use  in  the  United  States,  and  the  death  toll  would  extend 
far  Into  the  next  century. 

•  Childhood  Asthma .  Among  children  In  the  United  States,  morbidity,  disability  and  death 
rates  from  aathma  are  increasing.  Nearly  one  thousand  American  children  die  each  year 
of  asthma  and  more  than  150,000  are  hospitalized.  In  American  Inner  cities,  asthma  Is 
the  leading  cause  of  hospital  admissions  for  children  5*15  years  of  age,  and  rates  are 
highest  among  African-American  and  Hispanic  children. 

Research  supported  at  NIEHS  Centers  at  Harvard  University  has  greetly  Increased 

our  understanding  of  the  environmental  factors  responsible  or  the  alarming  Increase  in 

childhood  asthma.   This  research  has  shown  that  Increased  levels  of  air  pollution 

during  the  summer  months  and  Increased  levels  of  Indoor  air  pollution  during  the 

winter,  especially  pollution  associated  with  passive  cigarette  smoking,  gas  stoves  and 

woodburnlng  fireplaces,  have  been  Important  factors  accounting  for  the  Increase  In 

childhood  asthma.   Indoor  air  pollution  is  particularly  a  problem  In  the  cold  regions 

of  the  country  where  families  now  typically  "button  up"  their  houses  during  the  winter 

months  to  males  them  energy  efficient.   Research  supported  by  the  NIEHS  Centers  has 

permitted  the  development  of  strategies  to  combat  outdoor  and  Indoor  air  pollution  and 

so  to  reduce  the  toll  taken  each  year  by  asthma  asiong  our  children. 

Environmental  diseases  are  highly  preventable.   Toxic  environmental  diseases  arise  as 

a  direct  consequence  of  human  activity  and  can  therefore,  in  theory,  be  prevented.  However, 

to  reduce  the  exposure  of  the  American  public  to  toxins  and  thus  to  reduce  toxic 

environmental  disease,  requires  knowledge.  Only  through  knowledge,  and  only  through  research 

that  generates  that  knowledge,  can  diseases  of  toxic  environmental  origin  be  prevented.  That 

is  why  I  appear  before  you  today. 

Research  Grants.  In  addition  to  the  Centers  program,  the  NIEHS  supports  an 
Investigator- initiated  research  grant  program.  This  program  Is  the  Institute's  primary 
mechanism  for  supporting  studies  conducted  by  university  scientists.  Many  of  these 
Investigator- Initiated  studies  take  place  In  the  NIEHS  centers.  These  studies  Involve 
Investigations  of  biological  response  to  environmental  agents,  toxicologic  research, 
epidemiologic  studies  and  risk  estimates.  R01  stAidles  supported  by  NIEHS  have  investigated 
the  low- level  toxic  effects  of  lead,  the  mechanisms  by  which  environmental  carcinogens  cause 
mutations  In  deoxyrlbo-  nucleic  acid  (DNA) ,  the  fundamental  human  genetic  material,  and  have 
evaluated  the  risks  associated  with  residential  exposure  to  radon. 

Environmental  Physician  Training  Crants.  One  of  the  most  innovative  grant  programs 
supported  by  NIEHS  Is  the  Environmental  Physician  Training  Crants  program.  These  grants 
cover  50X  of  the  salary  of  a  mid- level  on  senior  faculty  members  at  our  American  medical 
schools  for  a  period  of  5  years  to  enable  that  physician  to  devote  a  major  portion  of  his  or 
her  time  to  teaching  medical  students,  faculty,  residents  and  fellows  about  environmental 
medicine.  This  Is  critical  work,  because  the  average  American  medical  student  receives  only 
6  hours  of  training  In  environmental  medicine  In  the  U   years  of  medical  school. 

Because  of  funding  cutbacks,  NIEHS'  ability  to  support  this  excellent  program  Is 
severely  constrained.   The  next  generation  will  suffer. 

In  conclusion.  Mr.  Chairman.  I  appear  before  vou  today  to  convey  the  message  that 
environmental  health  research  In  the  United  States,  la  In  trouble.  Ue  are  caught  In  enormous 
difficulty.  The  concern  of  the  American  public  about  environmental  diseases  and 
environmental  health  hazards  has  risen.  Many  more  environmental  problems  are  recognized 
today  than  were  known  5,  10  or  20  years  ago.  Yet  our  research  capacity  In  environmental 
health   Is  actually  less  than  It  was  10  years  ago.   Despite  rlslm  public  concern.  *>e 
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actually  have  less  ability  todat  Co  conduqt  research.  Co  understand  che  causes  of 
environmental  disease  and  Co  prevent  those  diseases  than  we  did  In  1981. 

We  In  the  NIEHS  Centers  are  not  alone  In  recognizing  the  Importance  of  this  quandary. 
Tin  American  Medical  Association  has  stated  that  "NIEHS  research  progran*  on  human  diseases 
should  be  axpanded  In  order  to  foster  the  overall  health  of  the  American  public.  For 
example,  greater  emphasis  could  be  placed  on  studies  to  examine  the  effect  of  the  environment 
on  reproductive  health,  neurological  disorders,  immune  disorders ,  respiratory  problems  and 
aging."  Similarly,  Friends  of  the  Earth,  a  major  environmental  organization  has  called  In 
chelr  1993  "Earch  Budget"  for  a  doubling  of  the  NIEHS  budget. 

FUNDING  REQUESTS.  We  request  that  the  House  Subcommittee  on  Labor-HHS-Educatlon 
Appropriations  fund  the  NIEHS  and  Its  budget  categories  at  the  Professional  Judgment  budget 
level: 

•  NIEHS  (overall)  346  million,  including  among  others: 

NIEHS  Centers  30  million 
Research  projects  118  million 
Training:  15  million 

•  Intramural  research,  R&D  contracts,  and  research  management  and  support  should  also  be 
supported  at  the  professional  Judgment  budget  level 

Air  Pollution:  Support  of  the  air  pollution  studies  required  by  the  Clean  Air  Act 
nationwide  would  ultimately  require  a  network  of  university  programs  with  funding  of  about 
$25  million  annually  (see  attached).  In  recognition  of  present  constraints,  we  request  an 
appropriation  of  funds  in  the  amount  of  10  million  for  the  first  year  of  this  air  pollution 
program.   This  level  of  funding  would  allow  NIEHS  to  begin  this  urgently  needed  initiative. 

In  conclusion,  Mr.  Chairman,  in  this  time  of  severe  budgetary  constraints,  looming 
national  debt  and  rising  health  care  coses,  we  recognize  that  appropriation  of  funds  at  the 
level  I  have  requested  may  not  be  possible  in  the  near  tern.  Nevertheless  we  argue  che 
dollars  Invested  In  environmental  health  research  are,  ultimately,  dollars  Invested  In  che 
prevention  of  disease.  And  because  these  dollars  are  invested  in  disease  prevention,  the 
payoff  ultimately  will  be  less  disease,  fewer  disease-associated  costs,  less  despollaclon  of 
Che  American  Environment  and  a  healchler,  happier  more  produccive  counCry. 

Thank  you.   I  shall  be  pleased  Co  answer  any  questions. 


STATEMENT  OF  JOHN  WESTERMAN,  ON  BEHALF  OF  THE 
ASSOCIATION  OF  UNIVERSITY  PROGRAMS  IN  HEALTH 
ADMINISTRATION 

Mr.  Chairman  and  members  of  the  Subcommittee- - 

Thank  you  for  the  opportunity  to  present  written  testimony  on  behalf  of  the 
Association  of  University  Programs  in  Health  Administration,  a  consortium  of  70 
U.S.  graduate  schools  with  a  network  of  collaborating  foundations,  business 
organizations,  government  agencies  and  hospitals.  Our  primary  mission  is  to  focus 
the  resources  of  higher  education  on  a  single  goal:  producing  health  care 
administrators  who  are  trained  and  qualified  to  manage  the  health  care  system  of 
tomorrow. 

Mr.  Chairman,  not  a  day  goes  by  without  a  headline  in  the  newspaper  about 
the  failings  in  our  health  care  system.  Whether  the  issue  is  controlling 
skyrocketing  costs,  expanding  access,  or  improving  the  quality  of  treatment,  I 
think  we  all  agree  that  the  most  critical  challenge  we  face  is  to  create  a  health 
care  system  that  will,  in  a  cost-effective  manner,  deliver  high  quality  care  to 
all  our  citizens. 

Our  new  President  has  singled  this  out  as  one  of  his  administration's  top 
priorities.  So,  too,  has  Congress. 

As  we  follow  the  debate  on  how  best  to  reform  the  system,  one  hears  the 
word  "managed"  used  frequently.  "Managed"  Competition  is  being  considered  by  the 
President  and  many  of  your  colleagues  as  a  way  to  weed  out  inefficiencies  and 
drive  down  costs.  And  over  the  past  few  years,  "managed"  care  has  come  to  be 
regarded  as  a  more  efficient  way  to  deliver  care. 

For  some,  the  notion  of  managing  the  organization  or  delivery  of  care  may 
be  new.  But  our  Association  has  always  regarded  sound  management  to  be  a 
prerequisite  for  a  responsible  and  responsive  health  care  system. 

Over  the  last  couple  of  decades,  health  care  costs  have  risen  faster  than 
the  consumer  price  index.  Why  has  this  happened?  In  large  measure  because,  as 
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a  nation,  we  lack  the  trained  manpower  necessary  to  solve  increasingly 
complicated  management  problems. 

We  know  that  as  many  as  two-thirds  of  the  nation's  health  services 
administrators  lack  the  management  competence  needed  to  deliver  quality  health 
services  on  an  equitable  and  cost-effective  basis.  We  also  know  there  are 
extremely  serious  management  shortages  in  HMO's,  emergency  medical  systems, 
nursing  homes,  home  health  agencies,  community  health  centers,  mental  health 
centers,  and  rural  hospitals.  This  fact  is  recognized  by  the  U.S.  Department  of 
Labor,  which  has  designated  health  services  administration  as  one  of  the  areas 
with  the  largest  unmet  need  in  this  decade. 

From  a  practical  standpoint  what  does  this  mean? 

First,  it  means  that  if  our  new  President  and  this  Congress  wish  to  pursue 
a  "managed"  competition  model  with  "managed"  care  as  the  primary  delivery 
mechanism,  the  success  of  this  endeavor  will  be  severely  hampered  because  we  lack 
adequate  numbers  of  fully  trained  health  care  administrators. 

Second,  it  means  that  physicians  and  other  health  care  professionals  will 
not  be  fully  productive  because  the  settings  in  which  they  practice  will  not  be 
properly  managed. 

Third,  it  means  that  any  attempts  you  and  your  colleagues  make  to  achieve 
equity  in  rural  and  inner-city  health  facilities  will  be  weakened  by  inadequate 
management,  thereby  discouraging  doctors  and  nurses  from  serving  there. 

RECOMMENDATION 

Mr.  Chairman,  without  appropriate  management  competence,  no  enterprise  as 
complicated  or  as  important  as  this  country's  health  care  system  can  operate 
effectively.  The  modest  federal  investment  in  the  Health  Administration  programs 
serves  as  a  catalyst  to  generate  matching  funds  from  other  sources. 

Under  the  recent  reauthorization  of  this  program,  Congress  created  a 
special  projects-type  program.  The  reauthorization  calls  for  special  emphasis 
to  be  given  to  those  applicants  who  will  concentrate  their  talents  on  meeting  the 
needs  of  medically  underserved  areas.  I  am  pleased  to  report  that  our  university 
programs  are  prepared  to  meet  this  new  challenge. 

We,  therefore,  respectfully  request  that  $2.5  million  be  made  available  in 
FY  1994. 


STATEMENT  OF  DR.  J.  ALFRED  RIDER,  ON  BEHALF  OF  THE 
CHILDREN'S  BRAIN  DISEASES  FOUNDATION 

I  am  Doctor  J.  Alfred  Rider.  President  of  the  Board  of  Trustees  of  the 
Children's  Brain  Diseases  Foundation.   It  is  a  pleasure  to  submit 
testimony  on  behalf  of  the  Foundation  for  inclusion  in  the  Senate 
Appropriations  Committee,  Labo r-HHS-Educ a t ion  Subcommittee  hearing 
record  . 


We  were  encouraged  and  happy  with  your  committee's  previous 
recommendations  and  the  major  impetus  provided  by  the  final  adoption  ol 
the  1991.  1992  and  1993  budgets.   For  example,  in  the  1991  budget  it 
was  stated:   "The  Committee  has  provided  up  to  $2  million  within  the 
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funds  available  for  Batten's  disease  research".   As  a  result  of  this. 


We  would  like  to  suggest  that  the  following  wording,  based  on  similar 
recommendations  in  past  years,  be  used  in  this  year's  appropriation 
bill:    "The  Committee  continues  to  be  concerned  with  the  pace  of 
research  in  Batten's  disease.   The  Committee  believes  that  the 
Institute  should  actively  solicit  and  encourage  quality  grant 
applications  for  Batten's  disease  research  and  that  it  continue  to  take 
the  steps  necessary  to  assure  that  a  vigorous  research  program  is 
sustained  and  expanded.   The  Committee  has  provided  at  least  $2,992,000 
within  the  funds  available  for  Batten's  disease  research." 

The  momentum  has  been  established  snd  must  be  increased  in  order  to 
solve  this  devastating  disease  in  the  foreseeable  future.   The  recent 
great  advances  in  genetic  research  makes  this  work  even  more  imperative 
and  rewarding  and  brings  us  to  the  threshold  of  great  success. 


STATEMENT  OF  THOMAS  M.  ROZEK,  ON  BEHALF  OF  THE 
CHILDREN'S  HOSPITAL  OF  MICHIGAN 

Mr.  Chairman,  as  President  of  Children's  Hospital  of  Michigan,  one  of  the  largest 
pediatric  health  care  centers  in  the  United  States,  I  am  grateful  for  the  opportunity  to  present 
this  statement  regarding  a  national  demonstration  project  that  was  established  at  Children's. 
In  conjunction  with  the  Detroit  Medical  Center  (DMC),  Children's  has  installed  a  Positron 
Emission  Tomography  (PET)  Scanner  as  the  first  such  machine  dedicated  to  diagnosis  and 
research  on  children's  conditions  and  diseases.    The  PET  Scanner  is  located  at  Children's 
and  is  connected  by  a  tunnel  to  the  other  hospitals  in  the  Detroit  Medical  Center  for  efficient 
patient  transport.     The  installation  of  the  PET  Scanner  facility  was  a  technology  transfer 
initiative  --   PET  being  originally  a  development  of  the  U.S.  Department  of  Energy's 
Nuclear  Medicine  Program.    The  machine  will  soon  be  in  place  and  Children's  Hospital  of 
Michigan  has  committed  itself  to  funding  this  project  in  order  to  carry  out  a  pediatric  PET 
demonstration. 

The  importance  of  PET  technology  is  undisputed,  and  Children's  Hospital  of 
Michigan  is  confident  that  the  use  of  the  machine  in  the  region  will  yield  valuable  results  for 
the  entire  United  States  through  the  sharing  of  institutional  resources.    It  is  important  that  the 
research  findings  of  this  demonstration  be  properly  documented  and  shared  among  other 
medical  institutions  and  the  NIH.    PET  imaging  is  still  a  new  technology  from  the  standpoint 
that  many  applications  have  still  to  be  explored  and  evaluated.    Further,  with  advances  in 
computer  and  other  medical  technologies,  it  has  become  possible  to  use  PET  imaging  in 
tandem  with  other  methods  of  imaging  to  yield  more  comprehensive  diagnostic  results. 
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As  you  may  know,  PET-Scan  imaging  technology  has  significantly  advanced  the 
medical  potential  to  understand  and  treat  brain  and  other  disorders  through  "in  vivo" 
examination  --  or  mapping  the  regions  of  the  brain  and  other  organs,  such  as  the  heart, 
intact.    In  a  brain  scan,  PET  imaging  correlates  the  region  with  function  and  gives  moment- 
to-moment  pictures  of  the  working  brain  revealing  an  inside  look  at  how  and  where  activity 
occurs.    PET  imaging  provides  maps  of  emotions,  learning,  vision  and  memory. 

The  pediatric  applications  of  this  technology  will  enhance  research  and  treatment  of 
many  disorders  including  epilepsy,  schizophrenia,  brain  tumors,  stroke,  AIDS,  attention 
deficit  disorder  and  autism.     However,  PET  also  has  valuable  applications  for  trie  evaluation 
of  heart  disorders  and  other  biochemical  functions  of  the  body.   The  heart  is  difficult  to 
image  because  it  is  in  constant  motion  and  lies  within  a  greater  attenuating  medium  than 
other  organs  such  as  the  brain.     Techniques  for  observing  the  heart  have  been  developed  to 
obtain  sequences  of  positron  emission  tomograms  that  reveal  changes  in  the  blood  pool  and 
allow  extraction  of  the  time  rate  of  exchange  of  the  blood  flow  from  the  arteries.    All  of 
these  biochemical  processes  occur  at  early  stages  of  diseases,  before  physical  alterations  are 
seen  by  conventional  diagnostic  techniques. 

In  addition,  PET  technology  is  proving  useful  in  the  research  and  diagnosis  of  autism, 
developmental  and  learning  disabilities,  attention  deficit  disorder  and  mental  retardation. 
PET  can  also  be  useful  in  the  evaluation  of  drug  and  dietary  therapies  in  a  number  of 
different  disorders.    Other  areas  that  potentially  could  be  addressed  by  PET  application  are 
liver  and  kidney  disorders  and  cardiovascular  problems.    The  newest  areas  of  PET  research 
is  in  oncology,  finding  areas  of  metastatic  growth  of  cancers. 

Knowledge  concerning  the  biochemical  basis  of  human  disease  could  aid  in 
developing  earlier,  more  specific  and  improved  therapies.    Because  the  onset  of  many 
diseases  occurs  in  infancy,  childhood  or  adolescence,  the  use  of  PET  technology  in  the  field 
of  pediatrics  helps  in  containing,  reversing  and  treating  a  number  of  disorders  before  they 
manifest  their  devastating  results  in  the  adult. 

It  is  impossible  to  measure  the  tolls  that  these  disorders  have  taken  on  victims  and 
their  families.    The  National  Foundation  for  Brain  Research  (NFBR)  has  estimated  the 
economic  impact  of  brain  disorders  to  be  as  much  as  $1  out  of  every  $7  spent  on  health  care 
in  one  year.    PET  imaging,  being  the  premier  technology  to  date,  has  the  capacity  to  make  a 
difference  in  our  ability  to  treat  these  disorders  more  effectively  and  efficiently.    However,  it 
has  been  recently  determined  that  the  most  comprehensive  analysis  comes  from  a  "fusion"  of 
imaging  technologies.    The  use  of  computers  now  allows  CT,  MRI  and  PET  images  to  be 
fused  into  3-dimensional  pictures.    For  example,  MRI  brain  studies  of  a  stroke  patient  map 
the  individual's  anatomy;  a  PET  scan  clearly  shows  areas  where  blood  does  not  flow  and 
therefore  areas  likely  damaged.    By  combining  both  images  in  progressive  time-studies, 
improvement  can  be  charted  methodically. 

MRI  and  CT  scan  imaging  technology  are  widely  available.   Through  the  sharing  of 
technologies  available  in  other  institutions  in  the  region  and  around  the  country,  the 
Children's  pediatric  PET  Scan  can  become  a  tremendous  research  resource.    Children's  of 
Michigan  serves  as  a  major  patient  referral  center  for  youth  in  the  metropolitan  Detroit  area 
and  the  state  of  Michigan  and  as  a  primary  institution  of  education  and  training  in  pediatrics. 
Children's  has  grown  through  the  past  106  years  to  become  one  of  the  largest  and  finest 
pediatric  health  care  centers  in  the  United  States. 

Today  there  are  more  than  625  physicians  (125  of  them  full-time)  on  the  medical  staff 
of  this  260-bed  facility,  one  of  seven  member  institutions  of  The  Detroit  Medical  Center. 
Children's  is  committed  to  using  outpatient  care  whenever  possible.    Each  year,  more  than 
100,000  children  come  to  the  Hospital  from  every  county  in  Michigan,  from  other  states  and 
even  other  countries.   There  are  only  four  pediatric  hospitals  in  the  nation  that  record  more 
patient  activity.    For  example,  in  1991,  67,000  children  under  the  age  of  14  were  admitted  to 
a  hospital  in  Michigan.    Of  the  190  hospitals  in  the  state,  Children's  received  1/6  of  all  of 
these  admissions. 
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All  125  members  of  the  Children's  full-time  medical  staff  serve  as  faculty  for  the 
Wayne  State  University  School  of  Medicine  and  specialize  in  all  categories  of  pediatric 
medicine,  surgery,  imaging  and  laboratory  medicine.    With  five  major  teaching  hospitals  in 
the  same  complex,  WSU  School  of  Medicine  is  the  largest  single-campus  medical  school  in 
the  country  and  trains  the  largest  number  of  pediatricians  in  Michigan.    Further,  Children's 
Hospital  provides  the  pediatric  experience  for  residents  from  many  other  programs 
throughout  Michigan,  as  well  as  students  in  nursing  and  allied  health  professions.    Recently, 
Children's  Hospital  recruited  and  retained  the  two  leading  pediatric  PET  researchers  in  the 
world  to  carry  out  the  PET  Scan  demonstration  project. 

Children's  has  committed  itself  to  developing  this  demonstration  of  pediatric  PET 
applications  which  will  have  a  significant  impact  on  the  diagnosis  and  treatment  of  children. 
In  order  to  carry  out  the  optimal  medical  research  and  information  exchange  that  should 
accompany  PET,  however,  significant  operating  support  is  necessary  through  grants  and 
contracts  from  a  variety  of  sources,  including  the  National  Institutes  of  Health.    While  not 
requesting  specific  support,  Children's  Hospital  of  Michigan  is  asking  for  the  Congress  to 
indicate  its  support  for  increased  research  in  pediatric  Positron  Emission  Tomography 
Scanning  by  recommending  that  NIH  begin  to  fund  programs  for  this  purpose.    Children's 
Hospital  of  Michigan  makes  this  request  knowing  that  the  product  of  this  research  will  be  of 
even  greater  value,  as  will  the  resulting  quality  of  life  improvements  for  both  the  family  and 
the  child  undergoing  treatment  at  the  hospital. 


STATEMENT  OF  RENE  DURAZZO,  ON  BEHALF  OF  THE  CAEAR 

COALITION 

Cities  Advocating  Emergency  AIDS  Relief  (CAEAR)  is  composed  of  members  of 
Planning  Councils  established  under  Title  I  of  the  Ryan  White  CARE  Act.  The  CAEAR 
Coalition  strongly  urges  the  Congress  to  fully  fund  a  triple-track  approach  to  the  battle 
against  AIDS  consisting  of  broad  access  to  comprehensive  HIV  care,  an  aggressive 
prevention  outreach  effort  and  an  accelerated  research  program. 

In  particular,  the  CAEAR  Coalition  seeks  the  full  funding  of  the  President's  original  FY 
1994  budget  request  for  the  Ryan  White  CARE  Act.  That  request  included  $336 
million  in  spending  for  Title  I  to  accommodate  as  many  as  8  to  1 1  newly  eligible  Title 
I  communities.  Heavily  reliant  on  all  titles  of  the  CARE  Act  to  provide  comprehensive 
care  services  to  people  with  HIV,  we  were  extremely  heartened  by  the  President's 
request  for  an  increase  of  $310  million  in  FY  94  for  Titles  I,  II,  lll(b)  and  IV  of  the 
CARE  Act. 

With  the  election  of  President  Clinton,  CAEAR  Coalition  members  believed  we  had  the 
opportunity,  after  more  than  a  decade  of  disappointment  and  death,  to  correct  our 
government's  failure  to  respond  adequately  to  the  AIDS  epidemic.  President  Clinton's 
promise,  during  his  campaign,  to  fully  fund  the  Ryan  White  CARE  Act  inflated  the 
hope  of  thousands  affected  by  HIV.  Sadly,  the  Administration  has  abandoned  the 
President's  commitment,  and  the  House  of  Representatives  failed  to  correct  this 
course  when  it  recently  appropriated  only  $200  million  of  the  $310  million  originally 
requested  by  the  President  for  the  Ryan  White  CARE  Act. 

The  hope  of  the  HIV-infected,  and  that  of  their  friends  and  families,  was  dashed  again 
amid  broken  promises.  That  hope  was  first  ignited  in  1990  with  the  passage  of  the 
CARE  Act  when  the  Congress  recognized  that  AIDS  in  America  is  truly  a  national 
disaster,  and  committed  our  nation  to  providing  the  resources  required  to  mount  a 
comprehensive  assault  on  AIDS.  From  this  Congressional  commitment  was  born  the 
acronym  "CARE,"  for  Comprehensive  AIDS  Resources  Emergency  Act. 

The  CARE  Act  was  a  promise  by  our  government  to  lead  the  battle  against  AIDS. 
That  promise  has  never  been  fulfilled.   Current  federal  funding,  for  Title  I  of  the  Ryan 
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White  CARE  Act,  stands  at  $184.8  million,  far  less  than  the  original  authorization  of 
$275  million.  Funding  for  the  other  titles  of  the  CARE  Act,  including  Title  II,  which 
provides  life-prolonging  drugs  to  thousands  with  HIV,  has  lagged  even  further  behind. 

Communities  across  this  nation  are  struggling  to  meet  the  ever-evolving  challenges 
of  this  epidemic.  Though  AIDS  first  struck  the  gay  community,  trends  indicate  a 
doubling  of  the  non  drug-using,  heterosexual  transmission  rate  over  the  next  two 
years.  AIDS  cases  among  women  are  increasing  faster  than  AIDS  cases  among  men. 
AIDS  is  the  leading  cause  of  death  for  young  women  and  men  in  many  parts  of  the 
country.  AIDS  is  the  third  leading  killer  of  children.  AIDS  is  on  an  alarming  and 
disproportionate  increase  among  communities  of  color.  AIDS  takes  the  lives  of  more 
than  one  hundred  Americans  every  day  --  one  every  15  minutes  -  and  the  pace  is 
accelerating.  More  than  one  million  Americans  are  infected  with  the  HIV  virus. 
Current  funding  has  not  met  the  increase  in  caseloads  of  the  Title  I  areas,  averaging 
30  percent.  Current  funding  has  not  provided  the  funds  necessary  for  the  seven  new 
Title  I  areas  eligible  in  FY  93.  Current  funding  neglects  millions  of  dollars  in  unmet 
needs  in  the  Title  I  communities.  And  current  funding  will  not  address  the  8  to  1 1 
communities  newly  eligible  for  title  I  funding  in  FY  1994  or  the  expected  doubling  of 
AIDS  caseloads  resulting  from  the  new  definition  of  AIDS  issued  by  the  CDC. 

In  1989,  as  the  Congress  was  enacting  the  Ryan  White  CARE  Act,  the  nation's  AIDS 
caseload  soared  past  100,000  reported  cases.  In  November  1991,  two  years  later, 
the  nation's  AIDS  caseload  surpassed  200,000.  As  of  March  of  this  year,  the  nation 
was  edging  toward  300,000  cases.  Three  years  ago,  16  American  communities  had 
AIDS  caseloads  sufficient  to  be  designated  disaster  areas  under  Title  I.  Last  year,  18 
U.S.  metropolitan  areas  were  eligible  for  Title  I  disaster  assistance.  This  year,  there 
are  25.    Next  year  33  to  36  American  communities  will  qualify  for  Title  I  assistance. 

The  march  of  this  disease  is  relentless.  The  end  is  not  in  sight.  Across  the  spectrum 
of  the  AIDS  epidemic,  increased  resources  are  required.  Increases  for  AIDS  care  must 
not  come  at  the  expense  of  funding  for  AIDS  research  and  prevention,  or  vice  versa. 
The  United  States  Government  must  find  the  resources  to  conduct  the  battle  against 
AIDS  on  a  triple  track  of  care,  prevention  and  research. 

The  CARE  Act  serves  as  a  vital  connecting  link  in  this  triple  track,  translating  research 
efforts  into  direct  benefits  to  those  with  HIV  disease.  Without  the  resources  provided 
by  the  CARE  Act,  the  public  health  systems  in  countless  communities  would  collapse, 
leaving  only  the  privileged  with  access  to  the  life-saving  treatments  and  services 
which  billions  invested  in  research  have  produced. 

The  members  of  this  committee  need  to  be  aware  that  the  CARE  Act  is  also  a  model 
of  efficiency.  It  has  been  praised  by  Members  of  Congress,  Governors,  Mayors, 
community-based  health  groups  and  activists  alike  not  only  for  providing  life- 
prolonging  care  but  also  for  generating  creative  and  cost-effective  solutions  as 
communities  across  the  nation  have  rallied  to  provide  for  those  in  need. 

Within  1 50  days  of  the  President's  signature,  Title  I  Planning  Councils  are  distributing 
a  life  line  of  services  to  people  with  AIDS.  Without  the  structure  and  resources 
provided  under  the  CARE  Act,  this  never  would  have  been  possible.  Disagreements 
and  divergent  agendas  have  given  way  to  a  common  consensus  and  a  collective  effort 
to  meet  the  challenges  posed  by  this  epidemic. 

Planning  Councils  around  the  nation  provide  case  management  and  increase  access 
to  care.  AIDS  service  organizations  offer  testing,  counseling  and  early  intervention 
services  to  enhance  and  prolong  the  lives  of  persons  with  HIV.  They  arrange  for 
primary,  dental  and  outpatient  care;  home  care  and  hospice  care;  housing  and 
nutrition  services;  nursing  and  prescription  drugs,  and  for  a  variety  of  other  services. 
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The  25  Title  I  communities  have  certainly  upheld  our  end  of  the  bargain.  With  over 
60  percent  of  the  nation's  AIDS  caseload,  we  have  succeeded  in  providing 
streamlined  services  in  a  cost-effective  manner.  The  federal  government,  however, 
has  failed  to  honor  its  end  of  the  bargain.  As  the  number  of  Title  I  cities  has  grown, 
and  the  caseloads  have  increased,  the  federal  response  has  been  to  ask  us  to  do  more 
with  less. 

This  shortfall  in  federal  funding  for  AIDS  care  will  mean  that  thousands  of  Americans 
will  not  be  tested  for  HIV  and  will  not  learn  about  and  benefit  from  currently  available 
drugs  and  treatments.  For  them,  and  for  thousands  more  who  have  been  tested,  it 
also  means  the  denial  of  life-saving  or  life-lengthening  care.  Americans,  who 
otherwise  might  remain  healthy  and  working,  paying  taxes  and  contributing  in  so 
many  other  ways  to  their  communities,  will  instead  become  ill.  Our  neglect  of  these 
Americans  will  add  to  our  already  overcrowded  emergency  rooms  and  will  cost  the 
nation  millions  of  dollars  in  unnecessary  hospitalizations. 

The  public  health  systems  in  our  nation's  metropolitan  areas  are  flooded  with  AIDS 
cases  and  tottering  on  the  brink  of  collapse.  Urban  hospitals  face  an  emergency  care 
crisis,  fueled  by  the  AIDS  epidemic.  For  some  years  now,  AIDS  patients  have  required 
almost  20  percent  of  the  available  hospital  beds  in  Title  I  communities,  and  there  is 
an  average  loss  of  $419,775  per  bed,  per  year  on  AIDS  patients. 

Mr.  Chairman,  we  have  a  choice.  We  can  pay  a  relatively  small  amount  of  money 
now,  through  CARE  Act  programs,  to  keep  those  with  HIV  disease  healthy,  or  we  can 
pay  enormous  sums  a  few  years  from  now  for  a  collapsed  public  health  care  system. 
We  do  not  tell  the  victims  of  forest  fires,  earthquakes,  hurricanes  and  other  disasters 
that  the  United  States  government  is  unable  to  respond.  Why  do  we  say  it  to  persons 
with  AIDS?  The  government  of  the  greatest  nation  on  earth  must  provide  its  citizens 
something  more  than  the  gridlock  of  grieving  for  the  dead  and  comforting  the  dying. 
How  many  stars  like  Magic  Johnson  must  become  ill,  how  many  heroes  like  Arthur 
Ashe  and  children  like  Ryan  White  must  die  before  we  respond,  in  a  comprehensive 
and  committed  fashion,  to  the  AIDS  epidemic  in  America? 

A  new  century  looms  before  us.  Before  it  begins,  let  us  act  to  stop  the  mushrooming 
numbers  of  AIDS  infections;  to  protect  the  new  populations  of  Americans  at  risk  -- 
especially  minorities,  children  and  teenagers.  Let  us  provide  relief  to  hospitals  on  the 
verge  of  bankruptcy;  to  the  uninsured  who  are  dying  for  lack  of  care;  and  to  the 
insured  who  are  crowded  out  of  hospital  emergency  rooms  by  the  uninsured.  The 
Ryan  White  CARE  Act  offers  cost-effective  and  efficient  solutions  to  these  problems. 
We  must  increase  CARE  Act  funding  now.  Let  us  end  this  century  with  an  end  to  the 
national  nightmare  of  AIDS.  And  let  us  begin  the  21st  century  with  more  hope  than 
the  past  has  known. 


STATEMENT  OF  PAUL  W.  NANNIS,  ON  BEHALF  OF  THE  CITY  OF 

MILWAUKEE 

Healthy  Start  Expansion 

Background 

Healthy  start  is  a  federal  initiative  which  began  in  fiscal  year  1992.   It 
provides  grants  to  reduce  infant  mortality  in  selected  communities  with  high 
incidence  rates.   Local  programs  in  these  communities  are  being  built  on  the 
principles  of i 

—  innovation  and  community  involvement  to  address  the  problem, 

—  increased  access  to  care, 

—  service  integration,  and 

—  personal  responsibility. 

In  each  community,  a  comprehensive  plan  was  completed  and  approved  prior  to 
implementation  of  the  project.   Each  site  has  a  Healthy  Start  Consortium  which 
reflects  a  partnership  of  consumers,  providers  and  community-based 
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organizations  and  groups.   The  Consortium  sets  priorities  and  oversees  the 
project. 

Currently  each  community  has  a  unique  local  strategy.  Project  plans  include 
activities  aimed  at:  better  integration  of  services;  enhanced  utilization  of 
Medicaid;  increased  access  to  prenatal  and  other  primary  care  services; 
expansion  of  job  training  and  social  supports;  prevention  of  substance  abuse 
and  teen  pregnancy;  media  campaigns;  and  evaluation.  Infant  mortality  review 
studies  designed  to  identify  preventable  mortality  in  the  community  are  also 
being  conducted  at  each  site. 

Funding  for  Healthy  Start  has  been  the  following: 
FY  91  —  $25  million 
FY  92  —  S61  million 
FY  93  —  $79  million. 

To  maximize  success  in  the  Healthy  Start  communities  which  have  invested 
several  years  already  in  the  development  of  top  quality  projects,  increased 
funding  is  needed  in  FY  1994.   I  urge  you  to  support  the  President's 
recommendation  of  $100  million  for  this  program  next  year.   This  appropriation 
would  support  the  existing  sites  as  well  as  allow  for  expansion  to  the 
additional  sites  which  were  approved  but  unfunded,  including  Milwaukee. 

Weed  for  Healthy  start 

The  need  for  comprehensive,  community-based  strategies  to  reduce  infant 
mortality  is  great.   Neighborhoods  in  some  inner  cities  have  reported  infant 
mortality  rates  of  30  per  1000  or  more.   At  present,  infant  mortality  can  be 
reduced  by  approximately  one-quarter  by  applying  existing  technology  and 
information.   However,  much  could  be  learned  about  how  to  deliver  services 
more  effectively  in  high  risk  communities  and  Healthy  Start  forms  a  foundation 
for  testing  such  strategies .   Long-term  these  new  strategies  could  prevent  the 
need  for  expensive,  high  tech  interventions  at  birth  and  long  term,  costly 
medical  and  educational  remediation  of  the  problems  of  children  born  in 
fragile  condition. 

The  infant  mortality  rate  for  the  City  of  Milwaukee  in  1991  was  11.3  per 
thousand.   The  rate  for  whites  was  8.2  and  the  rate  for  non-whites  was  14.1, 
indicating  a  continuing  disparity  among  the  races .   This  disparity  is  not 
surprising  given  the  link  between  infant  mortality  and  standard  of  living. 

With  22%  of  city  residents  living  below  the  poverty  level,  many  of  them 
minority,  special  interventions  are  needed  to  address  this  situation.   In 
order  to  insure  that  infants  see  their  first  birthday,  there  must  be  a 
commitment  to  provide  an  environment  that  nurtures  both  the  family  and  the 
communities  in  which  families  live. 

Milwaukee's  "Healthy  Women  and  Infants  Project" 

The  "Healthy  Women  and  Infants  Project"  (MHWIP)  has  been  funded  by  the  March 
of  Dimes  for  a  two  year  period  to  begin  the  work  planned  in  our  original 
application  for  federal  Healthy  Start  funds,   with  this  $50,000  grant  we  have 
hired  a  part-time  project  director  and  support  person  to  work  in  a  defined 
target  area  which  includes  the  94  city  census  tracts  with  the  highest  share  of 
low  income  and  minority  residents.   There  are  two  project  areas,  one 
predominantly  African  American  and  the  other  multi-cultural,  including 
Hispanic,  Southeast  Asian,  Native  American  and  African  Americans  residents. 

mhwip  is  a  collaborative  effort  of  the  Milwaukee  Health  Department,  Milwaukee 
County,  the  State  of  Wisconsin,  interested  health  care  providers  and  health 
educators,  community  advocates  and  residents  of  the  targeted  areas.   The  goals 
of  this  two  year  project  are  to  continue  the  development  of  a  community-based 
strategy  to  reduce  infant  mortality  in  the  City  of  Milwaukee  with  the  help  of 
a  consortium  of  members  which  oversees  the  integration  of  project  functions. 

Other  key  links  to  the  project  are  the  Black  Health  Coalition,  Children's 
Hospital  of  Wisconsin,  Wisconsin  Health  Organization,  Managed  Health  Services, 
Milwaukee  County  Dept.  of  Health  and  Social  services,  St.  Mary's  Hospital, 
Sinai  Samaritan  Medical  center,  the  Medical  college  of  Wisconsin,  Marquette 
university  college  of  Nursing,  United  way.  Baby  Your  Baby/Start  smart 
Milwaukee,  and  the  Milwaukee  Ad  club. 

Two  Service  Area  Task  Forces  have  been  established,  comprised  primarily  of 
residents  and  representatives  from  agencies  in  the  affected  areas.   Their  role 
is  to  develop  a  service  delivery  plan  for  their  respective  area. 

To  date  the  project  has  expanded  its  consortium  to  include  96  members.   The 
two  Task  Forces  have  a  total  of  61  members  today.   There  are  working 
subcommittees  organized  around  specific  tasks,  including  Media,  System 
Barriers,  Data  and  Health  Personnel. 

MHWIP  is  working  with  Start  Smart  Milwaukee,  the  March  of  Dimes,  an 
advertising  group  and  others  to  develop  a  public  education/outreach  campaign 
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which  is  complementary  to  the  national  educational  campaign  of  the  March  of 
Dimes.   This  project  will  be  going  public  very  shortly. 

other  Local  support 

Recently  the  Helen  Bader  Trust  agreed  to  supplement  our  funding  from  the  March 
of  Dimes  with  an  additional  550,000  for  this  coming  project  year.   This  grant 
will  be  used  to  strengthen  the  project  generally  by  increasing  staffing, 
strengthening  the  Consortium  and  funding  the  project  to  better  identify  the 
various  barriers  to  care  that  currently  exist. 

Start  Smart  Milwaukee!,  an  effort  which  is  sponsored  by  United  Way  of  Greater 
Milwaukee,  the  Milwaukee  Public  Schools,  Milwaukee  County  and  the  City  of 
Milwaukee,  has  been  working  closely  with  MHWIP  as  well.   Additionally  MHWIP 
has  been  working  with  the  state  of  Wisconsin  Prenatal  Care  Coordination 
project  and  the  St.  Mary's  Hospital  Perinatal  Partnership  and  other  groups  as 
appropriate. 

Need  for  Federal  support 

With  the  local  financial  and  in-kind  support  that  we  currently  have  in 
Milwaukee,  we  can  continue  to  organize,  identify  barriers  to  care,  raise 
consciousness  about  the  need  for  prenatal  care,   and  lay  the  foundation  for 
future  activities.   However,  the  goals  outlined  in  the  original  proposal 
cannot  be  accomplished  without  federal  support. 

The  original  goals  which  we  would  like  to  achieve  include: 

—  the  development  of  a  comprehensive  data  system  designed  to  tract  client 

utilization  of  services,  measure  their  health  outcomes  and  document  the 
fiscal  effectiveness  of  the  interventions; 

—  the  hiring  of  a  Data  Review  Specialist  for  a  year  to  staff  a  Pediatric 

Death  Review  Committee  to  review  all  post-natal  deaths  in  the  project, 
and  as  many  neonatal  deaths  as  resources  will  allow,  in  order  to  plan 
services  for  the  remainder  of  the  project; 

—  development  of  a  Women's  Health  Center  in  a  city  housing  project  which 

would  incorporate  the  concept  of  "one-stop  shopping"  and  "Resource 
Mothers"  at  a  single  location;  and 

—  create  and  operate  a  community-based  birthing  center  which  would  be  family- 

centered,  comprehensive  and  culturally  specific. 

In  order  to  decrease  the  pool  of  high-risk  pregnancies,  there  must  be  a 
commitment  to  the  health  of  women  before  they  become  pregnant  as  well  as 
during  their  pregnancies.   In  order  to  insure  that  infants  see  their  first 
birthday,  there  must  be  a  commitment  to  provide  an  environment  that  nurtures 
the  family  and  community  in  which  they  live.   Implementation  of  this  project 
would  result  in  a  fundamental  change  in  how  services  are  delivered  to  women 
and  children  in  this  community  in  order  to  accomplish  this  end. 

summary 

In  light  of  the  groundwork  that  has  been  laid  by  MHWIP  to  date,  Milwaukee  is 
clearly  ready  to  move  forward  with  a  fully  funded  Healthy  start  project  in  the 
next  federal  fiscal  year.   Although  there  are  many  things  we  can  do  and  have 
been  doing  to  prepare  for  this,  we  cannot  actually  expand  our  resources  and 
actual  capacity  to  deliver  primary  and  prenatal  care  without  federal 
assistance.   Only  through  an  increase  in  the  number  of  providers  available  to 
serve  women  and  children  in  our  health  centers,  and  the  addition  of  new 
community  resources  such  as  a  birthing  center  and  a  Women's  Health  Center  to 
meet  their  full  range  of  needs,  will  we  be  able  to  significantly  reduce  infant 
mortality  in  Milwaukee. 


STATEMENT  OF  STEPHEN  A.  JANGER,  ON  BEHALF  OF  THE  CLOSE 

UP  FOUNDATION 

Mr.  Chairman,  Members  of  this  Subcommittee,  my  name  Is  Stephen  A.  Janger  and  I 
am  President  of  the  Close  Up  Foundation.   I  am  very  pleased  to  be  submitting 
testimony  once  again  In  support  of  the  Allen  J.  El  lender  Fellowship  Program 
which  has  been  administered  by  the  Close  Up  Foundation  since  the  creation  of 
the  fellowships  In  1972.  On  behalf  of  the  thousands  of  participants  who  have 
benefited  from  Ellender  Fellowships,  I  want  to  sincerely  thank  the  Members  of 
this  Subcommittee  for  all  of  your  past  support. 

For  fiscal  year  1994,  we  respectfully  request  $4.3  million.  This  Is  a  very 
slight  Increase  ($.77  million)  over  the  FY93  appropriation  of  $4,223  million. 
As  I  understand  It.  the  final  FY93  funding  level  was  the  result  of  across-the- 
board  cuts  applied  to  an  Initial  $4.3  million  level.   In  FY92,  the  Ellender 
Fellowships  were  funded  at  a  $4.3  million  level.   Therefore,  while  this 
request  Is  technically  a  slight  Increase  over  last  year's  level,  were  It  not 
for  the  across-the-board  cut,  this  request  would  be  for  level  funding  from 
FY92  through  the  FY94  request. 
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The  Close  Up  program  provides  a  "close  up"  learning  experience  for  students 
from  every  section  of  America,  every  academic  caliber  and  every  ethnic  or 
cultural  background.  To  further  ensure  representation  from  all  levels  of 
America,  the  Foundation  made  a  commitment,  at  Its  inception,  to  focus 
considerable  efforts  toward  underserved,  neglected  and  at-risk  populations. 
Basically,  the  Foundation  believes  that  there  are  very  few  programs  for  those 
other  than  "academic  achievers"  while  our  entire  democratic  system  Is  premised 
on  the  equal  representation  and  participation  of  all  of  its  citizens.  Close 
Up  believes  strongly  that  these  forgotten  populations  should  be  a  major  focus 
of  our  efforts  and  programs. 

Close  Up  Is  successful  In  reaching  those  underserved  populations.  We  have 
participants  from  every  aspect  of  American  life— rural,  Inner-city,  suburban, 
affluent,  economically  disadvantaged,  academically  gifted  and  those  who 
struggle  to  stay  In  school.  The  Close  Up  Washington  High  School  Program  has 
participants  from  all  fifty  states,  the  District  of  Columbia,  the  Commonwealth 
of  Puerto  Rico  and  the  United  States'  territories. 

Participants  from  our  programs  have  gone  on  to  hold  state  and  local  elected 
office.  Others  are  Involved  In  staff  and  advisory  positions  In  local,  state 
and  federal  legislative  bodies  and  many  are  teachers  and  workers  In  every 
Imaginable  field.  An  encouraging  thread  of  feedback  Is  the  Indication  that 
our  participants  feel  the  Importance  of  being  more  active  In  all  levels  of 
government. 

Close  Up's  "core"  program  Is  the  Washington  High  School  Program.   This  program 
Is  an  Intensive  week-long  series  of  workshops,  seminars  and  on-site  study 
visits.  Most  of  you  probably  know  Close  Up  only  as  meetings  with  students  and 
teachers  from  your  Congressional  districts  but  the  Foundation's  program, 
currlcular  offerings  and  Instruction  are  much  more  extensive.  The  Washington 
High  School  Program  has  concurrent,  but  separate,  programs  for  the  students 
and  teachers.  Both  programs  have  a  wide  variety  and  balance  of  speakers  who 
address  topics  which  Include  current  Issues,  domestic  policy  concerns, 
International  relations  and  Information  on  the  three  branches  of  government. 
As  much  positive  feedback  as  we  receive  about  the  program  for  students,  we 
hear  equally  positive  comments  about  the  teacher  program. 

We  are  particularly  proud  of  Close  Up's  work  with  New  Americans  during  the 
past  few  years.  This  program  works  with  students  who  have  recently  Immigrated 
from  such  countries  as  Laos,  El  Salvador,  Ethiopia,  China,  Haiti,  India, 
Mexico,  Nepal,  Poland  and  Vietnam.  These  new  Americans  are  some  of  the  most 
rewarding  students  to  observe;  they  are  proud,  eager,  Interested,  courteous, 
and  often  a  bit  shy  and  reserved  at  the  beginning  of  the  program.  New 
American  students  who  participate  on  Close  Up's  program,  virtually  all  of  them 
with  the  help  of  Ellender  Fellowships,  are  required  as  part  of  the  program  to 
conduct  or  to  take  part  In  a  community  service  project.  These  activities  vary 
from  community  to  community  ranging  from  neighborhood  clean-up  projects  to 
tutorial  sessions  with  younger  children  or  school  drop-outs. 

As  certain  as  we  are  that  Close  Up  staff's  efforts  and  dedication  to  a  quality 
curriculum  and  program  make  a  difference,  we  know  that  without  the  Ellender 
Fellowships  we  would  not  have  been  able  to  reach  and  to  enrich  the  lives  of 
thousands  of  students,  educators  and  older  Americans.  Through  the  Close  Up 
program,  these  participants  have  gained  the  knowledge  that  as  Americans  each 
and  every  one  of  them  makes  a  difference. 

In  closing,  Mr.  Chairman,  let  me  say  that  on  behalf  of  everyone  at  the  Close 
Up  Foundation,  I  want  to  sincerely  thank  this  Subcommittee,  In  particular,  and 
the  Congress  for  supporting  the  Ellender  Fellowship  Program.  I  expect  you 
hear  this  for  every  request  In  your  bill's  jurisdiction,  however,  I  would  be 
negligent  If  I  did  not  stress  that  I  sincerely  feel  that  this  Is  one  of  the 
most  Important  years  to  fund  the  Ellender  Fellowship  Program.  It  is  a 
critical  time  to  reach  out  to  students  and  to  help  them  learn  through 
"hands-on"  experience  that  they  do  matter  and  that  they  have  responsibilities 
attached  to  the  rights  they  enjoy  as  American  citizens. 

I  strongly  urge  the  Subcommittee  to  support  the  FY  1994  request  for  the 
Ellender  Fellowship  Program.  It  Is  a  program  that  works  and  works  well.  I 
will  be  happy  to  provide  any  additional  Information  the  Subcommittee  requests. 


68-619  -  93  -  22 


670 


STATEMENT  OF  MARCIA  S.  MABEE,  ON  BEHALF  OF  THE 
COALITION  FOR  HEALTH  FUNDING 

The  Coalition  for  Health  Funding  is  a  twenty-two  year  old  alliance  of  40  national 
health  organizations  which  work  together  to  achieve  optimal  federal  support  of  the 
discretionary  health  programs.    Each  year,  the  Coalition  works  with  its  own 
membership,  with  other  national  health  alliances,  and  with  the  Department  of  Health  and 
Human  Services'  agencies  to  determine  an  appropriate  level  of  federal  support  for 
discretionary  programs  within  the  Public  I  Iealth  Service.    For  FY  '94  the  Coalition  for 
Health  Funding  is  recommending  that  $24,131  billion  is  needed  to  address  the  nation's 
needs  in  the  area  of  biomedical  and  behavioral  research,  health  promotion  and  disease 
prevention,  alcohol  and  drug  abuse  treatment,  AIDS  prevention  and  treatment, 
assistance  to  people  with  disabilities,  and  health  professions  training.   Attached  for  your 
review  is  a  table  outlining  the  Coalition's  recommendations  for  the  Public  Health  Service 
agencies. 

The  Coalition's  recommendation  of  $24,131  billion  is  23  percent  above  the  amount 
appropriated  in  FY  1993  and  is  $3265  billion  above  the  President's  request  of  $20,858 
billion.   We  appreciate  that  this  is  a  significant  increase,  particularly  given  current  budget 
constraints  and  the  very  great  difficulty  this  presents  for  subcommittee  Members. 
I  lowever,  we  also  feel  it  is  important  to  emphasize  that  the  U.S.  Public  Health  Service 
represents  a  very  small  percent  of  the  nation's  overall  health  care  budget,  but  yields  a 
very  large  dividend  in  terms  of  real  and  potential  cost  savings.   Our  recommendation  is 
that  by  spending  three  percent  of  the  health  care  budget  now  for  basic  and  clinical 
research  and  basic  health  care  services  we  can  avoid  spending  billions  later  on  major 
preventable  diseases  and  public  health  problems.   We  believe  we  should  not  repeat  the 
lesson  we  have  learned  the  hard  way  from  the  recent  re-emergence  of  the  tuberculosis 
epidemic.   We  should  not  fail  to  invest  pennies  today  in  public  health  problems  which 
could  cost  the  nation  billions  even  in  a  reformed  health  care  system  tomorrow. 

The  President's  FY  1994  budget  seeks  to  increase  funding  for  certain  diseases  and 
populations  that  have,  for  too  long,  been  deprived  of  adequate  resources.  The  Coalition 
for  Health  Funding  strongly  supports  recommended  increases  for  the  AIDS  epidemic, 
women's  health  initiatives,  health  services  research,  and  the  President's  goal  to  fully 
Immunize  every  American  child  before  the  age  of  two.   In  addition  to  these  much 
needed  increases,  the  Coalition  believes  additional  funding  is  necessary  for  basic 
biomedical  and  behavioral  research  at  the  National  Institutes  of  Health,  and  for 
prevention,  treatment,  and  health  professions  training  at  the  Health  Resources  Services 
Administration,  Centers  for  Disease  Control,  Substance  Abuse  and  Mental  Health 
Services  Administration,  and  other  agencies  within  the  U.S.  Public  Health  Service.   The 
following  is  a  partial  presentation  of  the  Coalition's  specific  findings  and 
recommendations: 

National  Institutes  of  Health  --  The  Coalition  is  recommending  $1 1.6  billion  for  the 
National  Institutes  of  Health  for  FY  '94,  which  is  $932  million,  almost  $1  billion,  more 
than  the  President's  request  of  $10,668.   The  President's  request  does  provide  for 
significant  increases  for  research  on  AIDS,  breast  cancer,  the  women's  health  initiative, 
the  human  genome  project  and  high  performance  computing  initiatives  under  the 
National  Library  of  Medicine.   Overall,  however,  the  request  for  Nil  I  falls  short  of  the 
perceived  4.2  percent  increase  in  inflation  as  measured  by  the  Biomedical  Research  and 
Development  Price  Index  for  FY  '94.   Nine  of  the  individual  institutes  have  been 
proposed  for  cuts  below  their  FY  '93  funding  levels  by  amounts  ranging  from  5  to 
1.6  percent.   The  Administration's  request  would  support  only  5,594  new  and  competing 
renewal  research  project  grants  (RPGs)  in  FY  '94    this  follows  a  dramatic  reduction  in 
new  and  competing  renewal  RPGs  from  6,795  in  FY  '92  to  5,652  in  FT  '93-    The  total 
number  of  research  project  grants  supported  in  FY  '94  would  fall  to  23,196  in  FY  '94,  387 
fewer  than  in  FY  '93  and  the  lowest  number  of  grants  funded  since  1990. 

Health  Resources  and  Services  Administration  -  The  Coalition  is  recommending 
$3  883  billion  for  the  Health  Resources  and  Services  Administration  (URSA)  for  FY  '94, 
which  is  $791  million  more  than  the  President's  request  for  $3092  billion.   The 
President's  request  does  provide  for  a  significant  increase  in  funding  for  HIV/AIDS 
activities  under  the  Ryan  White  CARF.  Act.    Other  programs  receiving  increases  include 
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Community  and  Migrant  Health  Centers,  Family  Planning  programs,  the  National  Health 
Service  Corps,  Maternal  and  Child  Health  Block  Grant,  Healthy  Start,  and  Health 
Professions  Training.    However,  these  increases,  while  strongly  supported  by  the 
Coalition,  are  still  far  below  what  is  needed  to  address  actual  need.   In  addition,  many 
smaller,  but  cost-effective  programs  such  as  the  General  Dentistry  program  and  Trauma 
Care  received  reduced  funding  over  FY  '93  levels,  while  others  such  as  the  public  health 
traineeships  and  public  health  special  projects,  received  increases  insufficient  to  make 
up  for  significant  cuts  in  FY  '93  funding. 

Centers  for  Disease  Control  and  Prevention  --  The  Coalition  is  recommending 
$2.5  billion  for  the  Centers  for  Disease  Control  and  Prevention  (CDCP)  for  FY  '94  which 
is  $338  million  more  than  the  President's  request  for  $2,162  billion.   The  Coalition 
supports  the  President's  request  for  increased  funding  in  ten  program  areas  adding 
nearly  $500  million  for  AIDS  prevention  efforts,  childhood  immunization,  women's 
health  initiatives,  and  TB  elimination.   Once  again,  however,  these  increases  are  still  far 
below  identified  need.   Many  other  areas  did  not  receive  any  increases.   Examples  include 
lead  poisoning  prevention,  a  program  addressing  the  most  common  environmental 
disease  afflicting  young  children  whose  victims  number  in  the  millions.    Diabetes  control 
also  received  no  increase  in  FY  '94  for  a  program  designed  to  prevent  costly  life- 
threatening  complications  for  a  disease  affecting  14  million  Americans.   The  Preventive 
Health  and  Health  Services  Block  Grant,  which  provides  money  to  states  to  address  areas 
such  as  risk  factors  for  cardiovascular  disease  and  stroke,  and  emergency  medical 
services,  was  also  level  funded  under  the  President's  FY  '94  proposal. 

COALITION  FOR  HEALTH  FUNDING 


Discretionary  Health  Programs 


(RA 

in  Millions 

of  dollars) 

Pres.  FY  '94 
FY'93*          Request* 

CHF  Prof, 
judgement 

Dlff.  Pres. 
FY'94'93 

Dlff.   Pres. 
FY'94-CHF 

FDA 

$  780 

$670 

$880 

$-110  (-14%) 

$  -210  (-31%) 

HHSA 

2,577 

3,092 

3,883 

+515  (+20%) 

-791  (-26%) 

IHS 

1,858 

1,880 

2,548 

+22     (+1%) 

-668  (-36%) 

CDC 

1,664 

2,162 

2,500 

+498  (+30%) 

-338  (-16%) 

NIH 

10,327 

10,668 

11,600 

+341     (+3%) 

-932     (-9%) 

SAMHSA 

2,039 

2,154 

2,500 

+115    (+6%) 

-346  (-16%) 

AHCPR 

115 

145 

158 

+30  (+23%) 

0** 

OASH 

61 

87 

67 

+26  (+43%) 

+20  (+23%) 

AIDS 

(non-add) 

(2,078) 

(2,662) 

(3,429) 

[+584  (+28%)] 

(-767  (-29%)] 

U.S. 

PUBLIC 

HEALTH 

$  19,421 

$  20,858 

$  24,136 

$  +1,437  (+7%) 

$  -3,265  (-K 

'  Figures  often  will  not  include  inter-agency  transfers  or  user  receipts. 

"  Calculation  adds  back  $13  million  in  inter-agency  transfers  to  the  President's 
budget  request. 
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Substance  Abuse  and  Mental  Health  Services  Administration  --  The  Coalition  is 
recommending  $2.5  billion  for  the  Substance  Abuse  and  Mental  Health  Services 
Administration  (SAMHSA)  for  FY  '94  which  is  $346  million  more  than  the  President's 
request  for  $2,154  billion.   One  in  every  five  adults,  over  41  million  people,  has  a  mental 
disorder.   Millions  of  additional  individuals  and  families  require  less  intensive  mental 
health  services.  There  is  a  growing  need  for  mental  health  services  in  conjunction  with 
the  AIDS  epidemic,  and  millions  of  Americans  and  their  families  suffer  from  the 
consequences  of  addictive  disorders  and  substance  abuse.   The  creation  of  the  Substance 
Abuse  and  Mental  Health  Services  Administration,  as  of  October,  1992  through  PL.  102- 
321,  and  in  particular  the  creation  of  the  Center  for  Mental  Health  Services,  has  the 
potential  to  usher  in  a  new  era  of  federal  leadership  in  mental  health  services  delivery  and 
policy  development.    Unfortunately  the  President  has  requested  only  a  modest  six 
percent  increase  for  SAMSHA  which  will  not  provide  enough  resources  to  adequately 
address  the  nation's  mental  health  and  substance  abuse  needs. 


STATEMENT  OF  DR.  RALPH  E.  POWE,  ON  BEHALF  OF  THE 
MISSISSIPPI  STATE  UNIVERSITY 

Mr.  Chairman: 

I  am  Ralph  Powe,  Vice  President  for  Research  at  Mississippi  State  University.  My 
statement  is  submitted  to  the  Subcommittee  on  Labor,  Health  and  Human  Services,  and 
Education  on  behalf  of  the  nineteen  states'  designated  by  the  National  Science  Foundation  as 
eligible  to  participate  in  the  Experimental  Program  to  Stimulate  Competitive  Research  and 
the  Coalition  of  EPSCoR  States.  We  are  seeking  the  Subcommittee's  continued  support  for 
an  Experimental  Program  to  Stimulate  Competitive  Research  at  the  National  Institutes  of 
Health. 

By  way  of  background,  the  basic  purpose  of  the  EPSCoR  initiative  is  to  increase  the 
competitiveness  of  research  programs  in  those  states  historically  receiving  the  smallest 
amounts  of  federal  research  and  development  funding.  This  can  best  be  accomplished  by 
identifying  faculty  members  and  programs  which  are  near  a  level  of  national  competitiveness 
but  which  have  not  yet  quite  achieved  that  goal.  The  intent  of  the  EPSCoR  investment  is  to 
move  those  individuals  and  programs  to  a  level  where  they  can  make  substantive 
contributions  to  the  nation's  research  program.  By  so  doing,  they  will  also  contribute 
significantly  to  the  development  of  the  human  resources  available  in  this  country. 

States  that  traditionally  have  not  received  a  significant  share  of  federal  research  and 
development  funding  frequently  have  barriers  to  research  that  impede  the  progress  of  good 
scientists  and  limit  their  ability  to  compete  for  funds.  Addressing  those  barriers  must  be 
inherent  in  the  Experimental  Program  to  Stimulate  Competitive  Research.  Because  those 
barriers  may  vary  from  state  to  state,  a  restrictive  designation  of  how  and  where  EPSCoR 
funds  may  be  used  may  not  address  the  problems  as  they  should  be  addressed.  The  EPSCoR 
Committee  of  a  state  should  design  a  program  to  address  specific  needs  within  that  state. 

Barriers  to  research  in  states  with  limited  funding  bases  may  include  inadequate 
resources  in  a  number  of  categories  identified  by  the  EPSCoR  Committee  of  a  state. 
Examples  of  typical  barriers  include:   equipment,  funding  for  graduate  students,  opportunities 
for  interdisciplinary  research,  opportunities  for  cooperative  activities  with  scientists  within 
the  same  discipline,  research  time,  technical  support,  funding  for  travel,  seminar  series,  and 
other  development  activities. 

Until  a  state's  barriers  can  be  addressed  in  such  a  way  as  to  effect  change,  there  is  no 
strong  research  infrastructure  to  encourage  and  support  ongoing  research.  For  these  reasons 


Alabama,  Arkansas,  Idaho,  Kansas,  Kentucky,  Louisiana,  Maine,  Mississippi 
Montana,  Nebraska,  Nevada,  North  Dakota,  Oklahoma,  South  Carolina,  South  Dakota, 
Vermont,  West  Virginia,  Wyoming,  and  the  Commonwealth  of  Puerto  Rico. 
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an  EPSCoR  program  should  specify  broad  areas  in  keeping  with  an  agency's  mission,  but  the 
state  EPSCoR  Committee  should  be  able  to  determine  the  scientific  research  which  it  will 
propose  and  budget  new  funds  where  needed. 

The  State  of  Mississippi  has  a  vigorous  EPSCoR  program.  The  Mississippi  Research 
Consortium,  the  State's  EPSCoR  Committee,  has  adopted  five  objectives  for  the  development 
of  EPSCoR  projects  in  Mississippi.  These  objectives  are: 

•  To  establish  a  research  agenda  that  gives  direction  to  present  EPSCoR  research 
components  and  provides  necessary  support  for  their  growth; 

•  To  create  a  critical  mass  of  scientists  by  implementing  inter-disciplinary  links, 
thereby  addressing  identified  barriers  to  research  through  the  sharing  of  resources; 

•  To  strengthen  the  scientific  community  by  working  with  other  on-going 
programs  and  by  stimulating  the  human  resource  pool  in  the  state  to  become  actively 
involved  in  the  research  and  education  process; 

•  To  expand  the  EPSCoR  model  to  other  areas  of  research  in  the  state  to  assist 
near-competitive  researchers  in  other  disciplines;  and 

•  To  establish  technology  transfer  to  appropriate  user  groups  by  developing 
stronger  research  links  with  other  research  communities  and  by  creating  mechanisms 
for  commercial  linkages  for  support  of  university-based  research. 

At  the  request  of  this  Subcommittee,  NIH  prepared  a  "Plan  to  Strengthen  the 
Competitiveness  of  Selected  States  for  Research  Funding"  which  was  submitted  in  April, 
1991.  Noting  the  importance  of  a  multidisciplinary  approach  to  building  a  broad-based 
research  infrastructure  and  of  faculty  development  to  building  and  maintaining 
competitiveness  in  biomedical  research,  the  NIH  report  recommended  that  goals  for  an  N1H- 
EPSCoR  program  be  "to  enhance  the  competitiveness  of  investigators  from  academic 
institutions  in  NIH  eligible  states  within  the  NIH  peer  review  system  and  to  increase  the 
probability  of  long-term  growth  of  NIH  competitive  funding  to  investigators  at  institutions 
from  the  eligible  states." 

The  NIH  report,  as  submitted,  proposed  that  up  to  twenty  states  be  identified  as 
eligible  for  NIH-EPSCoR  planning  grants  of  up  to  $100,000  which  would  be  used  to  identify 
barriers  to  becoming  competitive  in  biomedical  research.  Additionally,  the  grants  would  be 
used  to  define  the  resources  needed  to  build  biomedical  research  infrastructure  to  develop 
investigators  and  selected  research  areas  and  to  set  long-term  goals  for  biomedical  research 
programs.  Following  a  one-year  planning  period,  participants  could  request  a  three-year  grant 
for  an  NIH  Institutional  Development  Award  (IDeA).  During  this  period  NIH  staff  would 
assist  participants  to  better  understand  the  elements  of  successful  research  applications  and 
specifics  on  the  NIH  peer  review  process.  In  addition,  participants  could  request  support  for 
graduate  and  postdoctoral  fellowships.  The  report  recommends  that  grants  be  matched  one  to 
one  by  participating  states.  Funding  for  the  first  year  of  this  program  was  recommended  to 
be  $2  million  and  for  the  second  year  it  was  to  be  $15  million. 

The  Coalition  of  EPSCoR  States  commends  the  Subcommittee  for  including  $750,000 
in  FY  1993  to  enable  NIH  to  implement  this  plan  by  establishing  an  EPSCoR  program  at  the 
National  Center  for  Research  Resources  to  build  institutional  capacity  and  to  broaden  the 
geographic  distribution  of  federal  research  by  NIH.  In  addition,  the  Coalition  endorses  the 
Subcommittee's  directive  to  NIH  that  all  planning  proposals  and  institutional  development 
award  applications  be  submitted  through  the  state  EPSCoR  Committees  because  we  agree  that 
these  state-based  improvement  mechanisms  are  essential  to  the  success  of  any  EPSCoR 
program.  Likewise,  we  agree  that  it  is  essential  for  the  National  Institutes  of  Health  to  work 
closely  with  the  National  Science  Foundation  in  implementing  this  program. 
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In  January  NIH  issued  a  request  for  applications  for  FY  1993  IDeA  grants  from 
institutions  in  states  designated  by  NSF  as  eligible  to  participate  in  the  EPSCoR  program. 
Because  the  funding  level  involved  was  lower  than  envisioned  in  NIH's  original  design  of  the 
program,  only  a  very  limited  number  of  proposals  will  be  funded  initially.  In  order  to  restore 
this  program  to  a  vigorous  level  of  participation  as  initially  recommended,  the  Coalition  of 
EPSCoR  States  recommends  the  Subcommittee  provide  $15,000,000  to  NIH  in  FY  1994  for 
an  EPSCoR  program.  This  is  the  level  proposed  by  NIH  in  its  report  to  this  Subcommittee 
for  its  IDeA  program  for  EPSCoR-eligible  states.  These  funds  should  continue  to  be  made 
available  to  the  National  Center  for  Research  Resources. 

The  Mississippi  EPSCoR  program  is  breaking  new  ground  by  bringing  together 
scientists  and  academics  at  our  universities  and  colleges.  The  NIH-EPSCoR  program  holds 
great  potential  for  our  four  research  universities  and  for  the  Mississippi  Medical  Center.  This 
is  an  exciting  program  with  great  potential  benefit  for  states  such  as  Mississippi,  Arkansas, 
Nevada,  North  Dakota,  and  South  Carolina.  The  Coalition  of  EPSCoR  States  believes  it  will 
produce  solid  results  in  education  and  scientific  research  for  the  participating  states  and  the 
Nation  as  a  whole. 

The  Coalition  appreciates  the  continued  leadership  of  the  members  of  the 
Subcommittee.  We  would  be  happy  to  provide  any  additional  information  you  may  need  to 
evaluate  the  Experimental  Program  to  Stimulate  Competitive  Research. 


STATEMENT  OF  GOV.  WILLIAM  F.  WELD,  ON  BEHALF  OF  THE 
COALITION  OF  NORTHEASTERN  GOVERNORS 

The  Coalition  of  Northeastern  Governors  (CONEG)  is  pleased  to  provide 
testimony  to  the  Subcommittee  on  Labor,  Health  and  Human  Services,  Education  and 
Related  Agencies  as  it  considers  FY  1995  appropriations  for  the  Low-Income  Home 
Energy  Assistance  Program  (LIHEAP).   The  CONEG  Governors  appreciate  the  support 
provided  by  the  Subcommittee,  under  the  able  leadership  of  Senator  Harkin  and  Senator 
Specter,  in  helping  to  meet  the  heating  and  cooling  needs  of  the  nation's  low-income, 
disabled,  and  elderly  residents  through  the  LIHEAP  program. 

The  CONEG  Governors  also  appreciate  the  actions  taken  last  year  by  the 
Subcommittee  in  approving  the  program's  forward  funding  provisions  for  FY  1994,  thus 
allowing  our  states  to  more  effectively  and  efficiently  plan  the  distribution  of  program 
funds  prior  to  the  start  of  the  winter  heating  season.   The  Subcommittee's  action  allowed 
the  states  to  use  up  to  10  percent  of  their  FY  1994  program  funds  during  the  1992-93 
winter  heating  season.   Several  of  our  states  have  taken  advantage  of  this  option,  and 
have  used  the  funds  to  meet  the  strong  demand  for  services  during  the  current  program 
year. 

LIHEAP  is  one  of  the  few  federal  programs  that  provides  assistance  to  the 
working  poor  and  recently  unemployed  families.   Close  to  two  million  households  in  the 
Northeast  are  currently  receiving  LIHEAP  assistance.   Of  that  amount,  about  35  percent 
of  recipient  households  have  at  least  one  member  who  is  disabled  or  elderly  and  close  to 
90  percent  have  incomes  below  the  federal  poverty  level. 

Low-income  families  in  the  Northeast  pay  close  to  four  times  more  of  their 
income  for  energy  than  the  average  family  and  are  therefore  less  able  to  afford  the  cost 
of  potential  increases  in  energy  prices  than  are  other  families.   For  many  poor  families,  a 
reduction  in  LIHEAP  benefits  could  make  the  difference  between  eating  or  staying  warm 
during  the  cold  winter  months. 

Funding  for  the  program  has  diminished  significantly  over  the  years,  from  its  peak 
of  $2.1  billion  in  FY  1985  to  $1,437  billion  in  FY  1994.   Even  at  peak  funding  levels,  the 
program  has  never  had  sufficient  resources  to  reach  all  of  the  households  eligible  for 
federal  assistance. 
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The  dramatic  cuts  in  the  program  have  also  been  exacerbated  by  delayed 
obligations  in  the  FY  1993  appropriations.   In  the  current  year,  $682  million   -  almost  50 
percent  of  the  entire  annual  appropriation  will  not  become  available  for  distribution  until 
September  30,  1993,  well  after  the  1992-1993  heating  season.   States  have  been  able  to 
maintain  program  service  levels  by  providing  their  own  limited  funds  in  anticipation  of 
receiving  reimbursement  on  September  30,  1993. 

Unfortunately,  the  ability  of  the  Northeastern  states'  to  substitute  state  funds  for 
federal  appropriations  is  severely  limited.   The  slower  pace  of  economic  recovery  in  the 
Northeast  results  in  a  continuing  high  level  of  families  requesting  LIHEAP  assistance. 
Our  states,  which  have  been  able  to  supplement  the  federal  LIHEAP  program  in  the 
past,  are  no  longer  able  to  do  so  because  of  the  drain  on  their  own  treasuries  due  to 
federal  mandates  and  cuts  in  other  important  programs  absorbed  by  states.   In  addition, 
oil  overcharge  funds  which  have  been  used  by  some  states  to  supplement  LIHEAP 
funding,  are  running  out  and  cannot  be  counted  on  to  continue  supplementing  program 
allocations.   They  certainly  cannot  replace  a  state's  program  allocation. 

As  the  Senate  begins  its  consideration  of  the  FY  1994  Labor,  Health  and  Human 
Service,  Education  and  Related  Agencies  appropriations  bill,  we  urge  the  Subcommittee 
to  support  LIHEAP's  forward  funding  provisions  as  required  by  the  program's 
authorizing  law.  This  will  allow  the  states  to  effectively  and  efficiently  plan  the  delivery 
of  program  services. 

We  also  request  that  the  Subcommittee  maintain  the  FY  1994  appropriation,  and 
provide  for  an  adequate  level  of  funding  for  FY  1995  that  will  account  for  the  continuing 
uncertainty  in  energy  prices  and  the  growing  demands  for  program  services  as  a  result  of 
the  slow  growth  in  the  nation's  economy.    In  addition,  in  the  event  of  the  passage  of  an 
energy  tax,  we  urge  the  Committee  to  consider  adjusting  LIHEAP's  appropriation  to 
account  for  any  resulting  reduction  in  the  program's  purchasing  power. 

CONEG  is  pleased  to  have  had  the  opportunity  to  share  its  views  with  the 
Subcommittee  and  stands  ready  to  provide  any  additional  information  about  the 
importance  of  LIHEAP  in  meeting  the  home  heating  needs  of  the  low-income,  disabled 
and  elderly  residents  of  the  Northeast  States. 


STATEMENT  OF  BARBARA  BUTLER,  ON  BEHALF  OF  THE 
COALITION  OF  PATIENT  ADVOCATES  FOR  SKIN  DIS- 
EASE RESEARCH 

Mr.  Chairman  and  Members  of  the  Subcommittee: 

My  name  is  Barbara  Butler,  Chairman  of  the  Coalition  of 
Patient  Advocates  for  Skin  Disease  Research  (CPA/SDR) .   The 
Coalition  wishes  to  express  its  sincere  thanks  to  the  Chairman  of 
the  Subcommittee  for  this  opportunity  to  testify  regarding  the 
budget  of  the  National  Institute  of  Arthritis,  Musculoskeletal 
and  Skin  Diseases  (NIAMS). 

The  Coalition  is  comprised  of  14  national  lay  skin  disease 
organizations.   The  member  organizations  of  the  Coalition  are 
supported  by  patients  and  their  families  who  live  with  skin 
disease  daily.   For  the  majority  of  patients  served  by  these 
organizations,  treatment  options  continue  to  remain  limited  or, 
in  some  cases,  nonexistent.   The  skin  diseases  represented  by 
this  Coalition  are  frequently  disabling,  disfiguring  and/or 
fatal. 

We  estimate  that  60  million  Americans  are  treated  annually 
for  skin  disease.   Skin  disease  is  one  of  the  leading  causes  of 
lost  time  from  work  and  the  economic  cost  is  staggering.    Skin 
disease  is  the  most  common  cause  of  chronic  illness  in  the  United 
States . 
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Many  skin  patients  have  received  significant  benefits  from 
Federal  funds  being  directed  through  the  National  Institutes  of 
Health.   In  fact,  one  member  organization  of  the  Coalition,  the 
National  Congenital  Port  Wine  Stain  Foundation,   has  gone  "out  of 
business"  because  an  exceptional  and  effective  laser  treatment 
that  eradicates  this  condition  was  discovered  through  skin 
disease  research  at  NIAMS.   We  can  only  hope  that  success  stories 
such  as  this  will  be  a  regular  item  in  our  testimony. 

Over  the  last  decade,  research  on  skin  diseases  that  has 
been  carried  out  at  NIAMS  has  significantly  expanded  our 
knowledge  about  lupus,  scleroderma,  Marfan' s  syndrome,  alopecia 
areata,  psoriasis,  two  forms  of  the  blistering  skin  disease, 
epidermolysis  bullosa  and  a  host  of  other  skin  diseases. 

Exciting  advances  have  been  made  in  our  understanding  of 
lupus  and  scleroderma,  two  skin  diseases  that  predominantly 
affect  women.   And,  in  the  case  of  lupus,  particularly  women  of 
color.   Through  funds  being  directed  to  NIAMS,  there  has  an 
intense  educational  program  targeted  at  black  women.   This 
program  should  help  minority  women  to  be  screened  earlier  for 
lupus  thus  abating  the  severity  of  disease  at  diagnosis  and 
reducing  the  economic  cost.   This  advance  alone  will  save 
hundreds  of  lives. 

On  the  economic  front,  because  of  funds  directed  to  NIAMS, 
an  effective  light  treatment  for  severe  psoriasis  was  developed 
at   NIH  called  PUVA.   This  treatment  alone  is  projected  to  save 
$57.5  million  in  the  decade  beginning  1991  and  ending  in  the  year 
2000. 

As  you  can  see,  these  dollars  have  been  well  spent  and  many 
people  are  now  benefiting  from  this  Committee's  generosity. 
Another  pioneering  effort  that  may  lead  to  improved  therapies  and 
ultimately  a  cure  for  psoriasis  is  the  establishment  of  a 
national  psoriasis  tissue  bank,  the  first  of  its  type  in 
dermatology . 

The  Bank,  a  joint  effort  by  the  National  Psoriasis 
Foundation,  Baylor  University  Medical  Center  and  the  University 
of  Texas  Southwestern  Medical  School,  will  start  providing  cells 
by  mid-1993  to  researchers  investigating  the  genetics  of 
psoriasis.   The  Bank  is  intended  to  make  sufficient  genetic 
material  available  to  researchers  around  the  world  to  enlarge  the 
search  for  the  gene(s)  for  psoriasis.   The  work  of  the  human 
genome  project  and  the  National  Institutes  of  Health  have  helped 
to  make  this  type  of  private  initiative  possible. 

As  a  Coalition,  in  conjunction  with  our  professional 
counterparts,  we  have  funded  $2.3  million  in  research  in  order  to 
expand  and  complement  NIAMS'  efforts.   But  this  is  just  the  tip 
of  the  iceberg.   More  dollars  are  essential  to  translate  these 
and  other  exciting  findings  under  the  mission  of  NIAMS  into 
better  treatment  therapies  and  the  eventual  elimination  of  these 
diseases  that  affect  so  much  of  our  population.  These  scientific 
advances  and  research  programs  are  an  excellent  beginning  but 
continued  funding  is  needed  to  maintain  the  high  guality  of 
science  currently  underway. 

We  strongly  feel  that  skin  disease  research  holds  the  key  to 
unlocking  many  of  the  mysteries  surrounding  chronic,  disfiguring 
and  life-threatening  skin  diseases.   The  future  of  skin  disease 
research  holds  great  promise  and  discoveries  are  right  around  the 
corner  due  to  improved  technology  and  the  application  of  that 
knowledge.   Research  is  certain  to  lead  to  further  breakthroughs 
in  the  diagnosis  and  treatment  of  these  diseases  and  offers  hope 
for  even  better  treatments.   NIAMS  research  has  and  will  continue 
to  make  a  difference. 
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The  NIAMS  Coalition,  representing  48  organizations, 
including  the  Coalition  of  Patient  Advocates  for  Skin  Disease 
Research,  respectfully  urges  Congress  to  invest  in  conquering 
these  common,  costly  and  crippling  diseases  by  providing  an 
additional  $50  million  over  last  year's  NIAMS  budget  for  FY  1994. 
This  budget  would  effectively  enable  NIAMS  to  support  more 
meritorious  approved  research  grants,  provide  more  research 
training  and  career  development  for  future  investigators,  conduct 
urgently  needed  new  clinical  trials  and  expand  the  intramural 
research  programs  currently  underway. 

We,  as  a  Coalition,  support  the  $50  million  increase  for 
NIAMS  in  FY  94.   We  believe  the  increase  will,  in  the  long-term, 
have  significant,  positive  health  benefits  for  the  millions  of 
Americans  who  are  affected  by  skin  diseases  and  this  does  not 
even  account  for  the  socioeconomic  benefits. 

All  of  the  member  organizations  of  the  Coalition  join  me  in 
thanking  this  Committee  and  Congress  for  its  continued  support  of 
skin  disease  research.   Thank  you. 


STATEMENT  OF  THE  CONSOTIUM  OF  SOCIAL  SCIENCE 

ASSOCIATIONS 

Mr.  Chairman  and  Members  of  the  Subcommittee.   The 
Consortium  of  Social  Science  Associations  (COSSA)  represents  over 
90  professional  associations,  scientific  societies  and 
educational  institutions,  and  serves  as  a  bridge  between  the 
research  community  and  the  Washington  policymaking  community.   A 
list  of  our  Members,  Affiliates  and  Contributors  is  attached. 

Thank  you  for  allowing  COSSA  the  opportunity  to  comment  on 
the  proposed  FY  1994  budgets  of  the  National  Institutes  of  Health 
(NIH) .   For  the  past  twelve  years,  COSSA  has  served  as  an 
advocacy  organization  for  the  social  and  behavioral  sciences,  and 
that  expertise  will  bring  a  unique  perspective  to  this 
Subcommittee's  deliberations  regarding  funding  for  the  NIH. 

As  you  know,  support  of  social  and  behavioral  science 
research  at  NIH  falls  under  the  rubric  of  "health  and  behavior" 
research.   Over  the  past  few  years,  it  has  become  increasingly 
apparent  that  many  of  the  diseases  and  disorders  that  afflict  our 
Nation's  population  have  a  significant  behavioral  component,  for 
example,  smoking  and  lung  cancer,  risky  sexual  behavior  and 
HIV/AIDS.   Indeed,  many  diseases  and  disorders  can  be  prevented 
if  behaviors  that  lead  to  them  are  controlled. 

Prevention,  however,  is  not  the  only  behavioral  component  of 
health.   Social  and  economic  factors  that  contribute  to  quality 
of  life  among  the  ill,  or  affect  their  adherence  to  treatment 
regimens,  are  equally  important  aspects  of  the  health  experience. 
These  factors  include  racial/ethnic  status,  gender,  age,  income, 
education,  community,  cultural  orientation,  and  religion.   It  is 
COSSA 's  position,  and  that  of  our  constituent  associations,  that 
federal  disease  prevention  and  health  promotion  activities — 
whether  related  to  cancer,  diabetes,  lung  disease,  AIDS,  infant 
mortality,  tuberculosis,  child  immunization,  or  aging — cannot  be 
effective  without  recognizing  the  role  of  these  social  and 
economic  factors  in  the  health  experience  of  individuals  and 
groups.   COSSA  is  concerned  that  in  its  perpetual  "race  for  the 
cure,"  the  NIH  too  often  overlooks  the  critical  contribution  of 
social  and  behavioral  research. 

We  hope  that  SI,  the  NIH  Revitalization  Act  signed  by  the 
President  on  June  10,  1993,  which  creates  an  Office  of  Behavioral 
and  Social  Science  Research  within  the  Office  of  the  Director, 
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will  alter  this  perspective.   That  office  is  charged  with 
"coordinating  research  conducted  or  supported  by  the  agencies  of 
the  NIH  with  respect  to  the  relationship  between  human  behavior 
and  the  development,  treatment  and  prevention  of  medical 
conditions."   It  Is  cossa's  primary  reguest  that  the  Office  of 
the  Director  be  given  the  appropriate  amount  of  funding  to  ensure 
that  the  Office  of  Behavioral  and  Social  Science  Research  will 
function  in  a  meaningful  way. 

COSSA  also  advocates  increased  funding  for  health  and 
behavior  research  at  the  NIH.   Although  NIH  claims  support  has 
doubled  to  8%  for  health  and  behavior  research  from  last  year's 
4%,  that  increase  is  not  a  true  one,  since  it  reflects  the 
addition  to  the  NIH  of  the  research  institutes  of  the  Alcohol, 
Drug  Abuse  and  Mental  Health  Administration  (ADAMHA) :   the 
National  Institute  on  Alcohol  Abuse  and  Alcoholism  (NIAAA) ,  the 
National  Institute  on  Drug  Abuse  (NIDA) ,  and  the  National 
Institute  on  Mental  Health  (NIMH) . 

Of  the  seventeen  institutes  which  currently  comprise  the 
NIH,  six  sustain  the  bulk  of  health  and  behavior  research. 
Historically,  the  National  Institute  of  Aging  (NIA)  and  the 
National  Institute  of  Child  Health  and  Human  Development  (NICHD) 
have  been  the  main  supporters.   The  newly-created  National 
Institute  of  Nursing  Research  (NINR) ,  and  the  newly-incorporated 
ADAMHA  institutes,  NIAAA,  NIDA,  and  NIMH  now  also  bring 
significant  social  and  behavioral  research  portfolios  to  the  NIH. 

The  remainder  of  this  statement  will  outline  significant  and 
promising  initiatives  at  each  of  the  above  institutes  that 
deserve  special  recognition  and  meaningful  funding.  They  include: 

NIA   The  health-care  behaviors  of  older  people  influence 
greatly  their  own  health  in  terms  of  the  prevention  of  disease 
and  disability  as  well  as  the  management  of  chronic,  enduring 
health  conditions.   Health-enhancing  behaviors  can  prevent  or 
delay  the  onset  of  functional  disabilities.   Research  is  needed 
on  the  antecedents  and  consequences  of  self-care  behaviors  with 
an  emphasis  on  strategies  for  encouraging  health-promoting 
behaviors  and  eliminating  "risky"  behaviors,  appropriate  use  of 
health  care  services  (eg.,  breast  cancer  screening),  recognition 
of  treatable  conditions,  and  for  those  already  receiving  health 
care,  improved  adherence  to  medical  regimens. 

COSSA  recommends  an  NIA  funding  level  of  $500  million. 

NICHD  The  urgent  need  to  ensure  that  families  have  access 
to  quality  child  care  is  undisputed.   NICHD's  groundbreaking  ten- 
site  study  of  child  care  will  collect  data  on  1,300  children 
during  FY  1994.   $8  million  in  additional  funding  is  needed  to 
continue  this  critical  research.   More  information  about  the 
psychological  and  social  effects  of  non-parental  care,  and  the 
elements  that  make  up  high-quality  child  care  is  needed  in  order 
to  give  parents  and  policymakers  the  best  opportunity  to  make 
sound  decisions  regarding  child  care. 

COSSA  recommends  an  NICHD  funding  level  of  $685  million. 

NINR   Despite  major  advances  in  the  detection  and  treatment 
of  tuberculosis  that  led  to  its  steady  decline  over  past  decades, 
TB  is  again  a  major  health  concern.  Over  26,000  new,  active  cases 
were  reported  in  1991.   In  a  prevention  and  adherence 
intervention  initiative,  NINR  addresses  the  populations  which  are 
most  vulnerable  to  tuberculosis:   HIV-infected,  immigrant, 
institutionalized,  economically  disadvantaged  and  homeless 
persons.   The  goal  of  the  initiative  is  to  stimulate  research 
testing  nursing  interventions  designed  to  increase  awareness  of 
tuberculosis  risk,  prevention  of  transmission,  and  compliance 
with  therapeutic  regimens.   NINR  devotes  45%  of  its  budget  to 
health  and  behavior  research,  however,  it  has  one  of  the  lowest 
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success  rates  at  NIH  — 7.7%   It  is  critical  that  this  institute 
be  brought  to  parity  with  other  NIH  institutes. 

COSSA  recommends  an  NINR  funding  level  of  $73.5  million. 

NIAAA   Serious  health,  economic  and  social  problems  are 
caused  by  alcohol  use  and  abuse  among  youth  and  young  adults.   A 
known  marker  for  risk  of  developing  alcohol  problems  is  early 
experimentation.   Alarmingly,  13%  of  8th  graders  report  consuming 
5  or  more  drinks  on  a  single  occasion.   Two  NIAAA  community 
prevention  trials,  the  Heartland  Project  and  the  Trauma  Reduction 
Trial  are  aimed  at  reducing  youth  access  to  alcohol  and  alcohol- 
related  trauma  where  the  community  itself  is  the  unit  of 
analysis.   However,  more  research  on  factors  such  as  family, 
peers,  schools,  health  care  providers  and  the  legal  system  are 
needed  to  identify  youth  at  increased  risk  for  alcohol  problems 
and  to  develop  prevention  interventions. 

COSSA  recommends  an  NIAAA  funding  level  of  $212.5  million. 

NIDA   Drug  addiction  is  clearly  one  of  our  nation's  most 
serious  public  health  problems.   NIDA  supports  a  comprehensive 
research  portfolio  of  behavioral  and  psychosocial  research  to 
improve  the  prevention  and  treatment  of  drug  addiction.   Unlike 
other  diseases  that  receive  substantial  research  support  from  the 
private  sector,  NIDA's  budget  funds  approximately  85%  of  all  drug 
abuse  research.   One  new  initiative,  the  Behavioral  Therapies 
Initiative,  is  designed  to  apply  the  same  process  for  behavioral 
therapies  used  to  develop  new  medication.   This  initiative  builds 
on  the  knowledge  gained  from  basic  behavioral  studies  to 
identify,  formulate  and  test  promising  therapies,  and  in  FY  1994 
NIDA  plans  to  fund  three  Behavioral  Therapeutic  Research  Centers 
to  conduct  comprehensive  research  on  multiple  aspects  of 
behavioral  therapy  development. 

COSSA  recommends  an  NIDA  funding  level  of  $505  million. 

NIMH  Very  little  is  known  about  how  societal  and  cultural 
factors  influence  mental  health  and  the  development  of  mental 
disorders.   NIMH  has  designed  a  Program  Announcement  that  would 
encourage  the  incorporation  of  sociological,  anthropological, 
economic,  and  cross-cultural  perspectives  and  methods  into 
studies  of  basic  psychological  processes  relevant  to  mental 
health.   One  area  the  study  would  address  is  a  disentangling  of 
the  effects  of  social  class  and  other  potentially  confounding 
factors  from  studies  of  mental  health  in  minority  populations. 

COS8A  recommends  an  NIMH  funding  level  of  $734.6  million. 

Thank  you  for  your  time  and  consideration. 
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STATEMENT  OF  RALPH  CAZZETTA,  ON  BEHALF  OF  THE  COOLEY'S 

ANEMIA  FOUNDATION 

Mr.  Chairman,  I  have  appeared  before  you  for  several  years  now  and 
Foundation  leaders  have  appeared  here  for  more  than  a  decade  to  discuss 
Cooley's  Anemia  research,  patient  care  and  public  education,  and  Cooley's 
anemia,  also  known  as  thalassemia  major,  a  catastrophic  blood  disease  of 
genetic  origin,  which  is  recognized  by  the  World  Health  Organization  as  the 
world's  commonest  lethal  inherited  hematological  disease,  striking  people 
all  across  the  world. 

I  am  one  of  the  founders  of  the  Thalassemia  Action  Group  (TAG),  a  self-help 
group  sponsored  by  the  Cooley's  Anemia  Foundation,  which  is  composed  of 
patients  with  this  disease  from  all  over  the  world.   Currently  we  have 
patients  who  are  members  from  66  countries  --  this  year  we  will  gather  in 
Cyprus  to  further  our  patient  care  activities. 

Over  the  years  you  and  your  committee  have  provided  funding  for  the 
continued  development  of  an  oral  chelator  which  will  replace  the  current 
drug  Desferal  that  must  be  given  by  a  painful  and  difficult  12-hour  infusion 
through  a  needle  under  the  skin.   Two  of  these  oral  chelators  are  presently 
in  clinical  trials  in  patients  with  thalassemia  in  the  United  States,  and 
others  are  undergoing  animal  toxicity  testing.   We  look  forward  to  the  time 
when  the  pump  that  we  have  worn  for  many  years  can  be  replaced  by  the  daily 
administration  of  tablets.   We  urge  you  to  continue  to  fund  the  current 
research  programs  in  the  National  Heart,  Lung  and  Blood  Institute  and  the 
National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases. 

Recently,  there  has  been  even  more  exciting  news.   A  drug  called  butyrate 
shows  promise  for  ameliorating  the  anemia  of  thalassemia  major,  thereby 
eliminating  the  need  for  regular  blood  transfusions  and  iron  chelation 
therapy.   Several  research  scientists,  funded  by  both  the  NIH  and  by  our  own 
Foundation,  are  working  hard  on  this  drug,  and  a  few  patients  have  already 
been  given  one  of  two  different  forms  of  butyrate  in  early 
clinical  trials.   We  are  extremely  hopeful  that  this  drug  will  prove 
successful,  and  have  made  a  special  effort  in  our  Foundation  to  raise  an 
increased  amount  of  funds  to  push  its  development.   However,  there  is  much 
basic  and  clinical  research  yet  to  be  done.   Many  different  forms  of 
butyrate  must  be  evaluated  to  find  the  drug  which  is  most  effective. 
Extensive  animal  testing  must  be  performed  to  determine  that  the  butyrate 
compound  is  safe.   And,  of  course,  human  trials  are  necessary  to  confirm 
that  butyrate  can,  in  fact,  cure  the  anemia  of  thalassemia. 

The  basic  research  related  to  drug  development  and  understanding  how 
butyrate  works  require  support  from  NHLBI  and  NIDDK,  and  we  urge  increased 
funding  for  both  institutes.   We  also  urge  support  for  animal  testing  and 
human  clinical  trials  by  NIDDK  and  NHLBI  respectively.   We  believe  that 
support  of  this  exciting  new  development  in  blood  research  will  lead  to  the 
most  dramatic  improvement  yet  seen  in  the  lives  of  patients  with  Cooley's 
anemia . 

Also,  Mr.  Chairman,  in  the  mid-1980's  an  excellent  publication  was  put  out 
by  the  Maternal  and  Child  Health  Administration  called,  "A  Psychosocial 
Directory  for  Thalassemia  Patients",  showing  the  nationwide  facilities 
available  to  thalassemia  patients  for  assistance,  including  counseling. 
That  directory  is  now  well  out  of  date;  it  would  not  be  expensive  for  the 
Maternal  and  Child  Health  Administration  to  issue  a  new  version,  which  would 
probably  be  available  in  1994 ,  10  years  after  the  initial  version.   We  hope 
that  this  committee  will  include  language  calling 
for  that  to  occur. 

Also,  10  years  ago  the  NHLBI  produced  two  patient  education  booklets  which 
we  found  very  useful  to  inform  patients  and  their  families  about 
screening  for  the  trait  carriers,  and  patient  care  methods,  and  other 
information.   We  urge  that  the  NHLBI  be  requested  to  develop  new  pamphlets, 
as  those  in  existence  are  now  seriously  out  of  date  because  of  the  advances 
in  research  and  patient  care. 
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Also,  about  10  years  ago  an  overview  of  the  scientific  research  and  care  of 
Cooley"s  anemia  was  prepared  for  practicing  physicians  by  the  Maternal  and 
Child  Health  Administration.   This,  too,  should  be  updated,  so  practicing 
physicians  may  be  able  to  recognize  Cooley's  anemia  when  a  patient  comes  to 
them,  and  learn  about  medical  options  available. 

Further,  we  urge  that  the  two  institutes  that  we  have  supported  in  our 
testimony  for  many  years,  be  included  in  your  deliberations  for  an  increase 
in  funding.   We  recommend  that  the  National  Heart.  Lung  and  Blood  Institute 
be  funded  at  a  level  of  $1.5*  billion.   We  recommend  that  the  National 
Institute  on  Diabetes  and  Digestive  and  Kidney  Disease  be  funded  at  a  level 
of  $835.2  million. 

Finally,  we  wish  to  indicate  our  very  strong  support  for  the  American 
Society  of  Hematology's  efforts  to  have  developed  at  these  two  institutes 
"Centers  of  Excellence  in  Molecular  Hematology".   We  believe  that  the  cure 
of  thalassemia  will  occur  only  through  gene  therapy  or  other  novel 
mechanism.   Desferal.  the  injected  chelator  now  in  use,  and  potential  other 
chelators,  will  not  be  a  cure  —  they  will  simply  permit  us  to  have  a  better 
quality  of  life  than  we  would  have  otherwise. 

Thank  you,  Mr.  Chairman. 


STATEMENT  OF  IRSHAD  ABDAL-HAQQ,  ON  BEHALF  OF  THE 
COUNCIL  ON  LEGAL  EUCATION  OPPORTUNITY 

Mr.  Chairman  and  Members  of  the  Subcommittee: 

The  Council  on  Legal  Education  Opportunity  (CLEO)  has 

provided  training  assistance  in  the  legal  profession  for 

educationally  and  economically  disadvantaged  persons  since  1968. 

CLEO  is  funded  through  the  Assistance  For  Training  In  the  Legal 

Profession  program  (ATLP) ,  administered  by  the  U.S.  Department  of 

Education.   Unlike  many  other  federally  funded  graduate 

fellowship  programs,  CLEO,  through  ATLP,  exclusively  serves  very 

low  income  individuals  and  provides  them  the  opportunity  to 

become  lawyers.   The  program  has  been  a  major  factor  in  the 

dramatic  rise  in  the  number  of  persons  from  disadvantaged 

backgrounds,  particularly  minorities,  receiving  a  legal  education 

and  has  contributed  significantly  to  diversification  in  the  legal 

profession. 

To  date,  CLEO  has  assisted  over  5,000  students  in  the  study 

of  law.   Approximately  4,900  of  these  completed  law  school  and 

are  now  pursuing  legal  careers.   CLEO  Fellows  have  become  law 

professors,  law  school  deans,  and  even  judges.   Their 

achievements  attest  to  the  effectiveness  of  the  program  and 

soundness  of  the  concepts  upon  which  it  is  based.   Jointly 
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sponsored  by  the  American  Bar  Association,  the  Association  of 
American  Law  Schools,  the  Law  School  Admissions  Council,  the 
National  Bar  Association,  the  Hispanic  Bar  Association,  and  the 
National  Asian  Pacific  Bar  Association,  CLEO  works  together  with 
over  100  law  schools  to  recruit  CLEO  Fellows,  conduct  summer 
institutes,  and  counsel  students  throughout  their  law  school 
careers. 

In  spite  of  the  phenomenal  success  CLEO  has  acheived  through 
the  years,  its  current  funding  level  permits  it  only  to  provide 
to  its  participants  fellowship  stipends  that  are  among  the  lowest 
of  all  government  sponsored  graduate  fellowships.   The  disparity 
in  stipend  support  between  low-income,  educationally 
disadvantaged  CLEO  Fellows  and  fellows  of  other  graduate  programs 
is  startling  and  telling.   In  the  coming  academic  year  CLEO 
Fellows  will  receive  approximately  $5,000  in  stipend  support, 
while  students  in  other  post-graduate  fellowship  programs  that 
are  not  need-based  will  receive  $15,000  or  more  for  the  same 
period.   Meanwhile,  a  legal  education  is  among  the  most  expensive 
of  all  post-graduate  educational  endeavors.   The  annual  cost  of 
attending  law  school  easily  can  exceed  $20,000  at  a  great  many 
institutions. 

In  an  effort  to  better  assist  disadvantaged  law  students  in 
the  CLEO  program,  stipends  over  the  past  few  years  have  been 
steadily  increased.   However,  because  the  annual  ATLP 
appropriation  has  not   reflected  a  corresponding  increase,  the 
program  has  been  compelled  to  accept  and  serve  fewer  students  and 
to  cut  administrative  support  services  at  its  national  office. 
Last  year  CLEO  enrolled  210  new  fellows.   This  year  we  only  can 
enroll  150.   As  we  increase  the  stipend  level  to  meet  the  ever 
rising  costs  of  a  legal  education,  level  funding  or  virtual  level 
funding  from  one  year  to  the  next  forces  us  to  serve  fewer  and 
fewer  students  from  among  this  nation's  poorest  population. 
Where  last  year  we  received  approximately  1,500  applications  for 
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210  places,  this  year  we  received  about  2,000  applications  for 
the  150  places  available. 

The  statistics  speak  for  themselves;  CLEO  is  in  need  of 
increased  funding  because  proposed  level  funding  would  result  in 
a  substantial  reduction  in  educational  opportunities  for  poor, 
minority  and  educationally  disadvantaged  law  school  candidates 
and  would  provide  funding  for  fellowship  stipends  that  are  much 
lower  than  what  is  provided  in  other  programs  to  students  who  may 
not  be  from  economically  disadvantaged  backgrounds. 

For  the  reasons  set  out  above,  CLEO  respectfully  reguests  a 
considerable  increase  in  the  FY  94  appropriation  for  ATLP,  Title 
IX,  Part  F,  of  the  Higher  Education  Act  of  1965,  as  amended.   The 
funding  for  FY  93  was  $2,990,880.   For  FY  94  CLEO  desires  to 
better  serve  the  needs  of  disadvantaged  law  students  on  a  level 
that  approaches  the  level  of  support  provided  students  in  other 
graduate  fellowship  programs  sponsored  through  the  government. 

Thank  you  for  your  consideration  in  this  matter. 


STATEMENT  OF  COL.  WILLIAM  "BARRY"  TAYLOR  III,  ON  BEHALF 
OF  THE  CRUSADE  AGAINST  CANCER 

Mr.  Chairman  and  Members  of  the  Subcommittee: 

I  am  Colonel  William  "Barry"  Taylor,  Founder,  Crusade  Against 
Cancer,  a  movement  of  dedicated  organizations  and  individuals  who 
are  seeking  to  have  the  United  States  Government  appropriate  the 
maximum  level  of  research  funds  required  to  find  the  cause,  cure, 
and  eradication  of  each  and  all  of  the  over  one  hundred  various 
types  of  Cancer  and  to  work  with  Cancer  groups  World  Wide  to  insure 
the  most  cost  effective  joint  effort. 

The  thought  of  the  "Big  C"  strikes  fear  in  the  hearts  of  all 

Americans;  young  and  old;  rich  and  poor;  Black,  Hispanic,  Asian, 

Native  American,  and  White.   While  the  grim  fact  is  that  one  out 

of  three  persons  in  the  U.S.  will  contract  Cancer,  unfortunately, 
due  to  Budgetary  constraints,  this  Country's  research  arm,  the 

National  Cancer  Institute,  has  not  operated  at  full  research 
capacity. 

Whereas,  without  hesitation,  the  U.S.  Congress  appropriated 
Trillions  of  dollars  to  protect  U.S.  citizens  from  the  threat  of 
the  former  Soviet  Union,  unfortunately  as  recently  as  1992  Congress 
appropriated  only  $1.9  Billion  to  protect  its  citizens  from  a  far 
greater  threat  and  killer  —  CANCER.  Since  one  out  of  every  three 
Americans  will  undergo  excruciating  pain,  suffering,  and  possible 
death  from  Cancer,  funds  appropriated  for  Cancer  research  should 
have  the  highest  of  priorities.  Instead,  each  year  federally 
funded  Cancer  research  receives  far  less  than  some  individual 
countries  receive  from  the  Congress  in  Foreign  Aid  and  Military 
Assistance.   Since  there  are  over  100  various  types  of  Cancer,  it 
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will  take  dedicated  research  personnel,  possibly  many  years,  to 
determine  all  causes  and  cures. 

THE  UNITED  STATES  GOVERNMENT'S  ROLE 

To  date,  the  cornerstones  of  the  U.S.  Government's  Fight 
Against  Cancer  have  been: 

A.  The  National  Cancer  Act  of  1937  established  the  National 
Cancer  Institute  (the  first  of  the  National  Institutes  of  Health) 
to  "conduct  research,  investigations,  experiments,  and  studies 
relating  to  the  causes,  diagnosis,  and  treatment  of  Cancer." 
Congress  appropriated  $750,000  to  build  and  equip  a  National  Cancer 
Institute  in  Bethesda,  Maryland  and  $400,000  for  the  first  year's 
operating  expenses.  In  the  36  years  from  1938-1974.  Congress 
appropriated  a  total  of  only  $3.7  Billion  to  fight  Cancer.  No 
wonder  cures  for  most  types  of  Cancer  have  not  been  found  as  the 
NCI  Cancer  program  has  been  generally  underfunded. 

B.  The  National  Cancer  Act  of  1971  provided  that  the 
National  Cancer  Institute  undertake  a  broad-based  approach 
"relating  to  the  cause,  prevention  and  methods  of  diagnosis  and 
treatment  of  Cancer."  In  order  to  streamline  its  Budgetary 
process,  NCI  was  authorized  to  submit  its  Budget  directly  to  the 
President,  thereby  By  Passing  seven  levels  of  bureaucracy.  The  By 
Pass  Budget  would  provide  NCI  with  less  than  that  actually  required 
to  fullv  fund  program  reguirements.  yet  more  than  the  amount  H.H.S. 
was  willing  to  reguest  from  the  Congress.  In  recent  years,  when 
research  opportunities  have  been  the  greatest,  only  once  has 
Congress  appropriated  the  By  Pass  figure.  While  the  American 
public  believes  their  government  has  been  going  all  out  in  the 
Fight  Against  Cancer,  they  would  be  appalled  to  know  that  during 
the  17  years,  from  1975  through  1992.  Congress  appropriated  a  total 
of  only  $21.5  Billion.  By  comparison,  this  is  about  half  the  cost 
of  the  controversial  40  B-2  Bomber  program,  or  the  cost  of  11  Sea 
Wolf  Class  Submarines,  or  a  little  over  one  year  total  U.S.  Foreign 
Aid  and  Military  Assistance  (to  Israel.  Egypt.  Pakistan. 
Philippines.  San  Salvador.  Turkey,  etc.).  Question  —  which 
expenditure  is  more  important  to  the  American  taxpayer  and  the 
World  --  THESE  AND  SIMILAR  EXPENDITURES  --  OR  THEIR  HEALTH? 

As  authorized  by  the  1971  Cancer  Act,  the  National  Cancer 
Institute  proposed  two  1992  (FY93)  Budgets:  (1)  The  By  Pass  Budget 
—  Two  Billion  Seven  Hundred  and  Seventy-five  Million  dollars 
($2,775)  which  was  submitted  directly  to  the  President  well  in 
advance  of  the  Regular  Budget  (which  included  the  $2,010  Billion 
below),  and  (2)  The  Regular  Budget  —  Two  Billion  Ten  Million 
dollars  ($2,010). 

The  Regular  FY93  Budget  would  have  funded  only  27-30  percent 
of  the  research  projects  which  had  been  peer  reviewed  and  then 
approved  by  the  Presidentiallv  appointed  National  Cancer  Advisory 
Board.  The  FY93  By  Pass  Budget,  was  what  the  incremental  funding 
would  have  been  if  approximately  50%  of  the  approved  research 
projects  were  funded.  In  the  fight  for  federal  funds,  it  was 
rejected.  In  fact,  the  Congress  further  reduced  the  NCI  Regular 
Budget  request  to  $1.9  Billion  (One  Billion  Nine  Hundred  Million) 
which  will  fund  only  25%  of  these  projects.  It  is  almost 
inconceivable  that  approximately  75%  of  the  proposals  that  had  been 
reviewed  and  approved  by  the  National  Cancer  Advisory  Board  were 
not  funded  by  the  Congress. 

The  1993  (FY94)  458  page  NCI  $3.2  Billion  By  Pass  Budget  is 
an  outstanding  document  in  that  all  facets,  functions,  and  costs 
of  the  NCI  Cancer  Program  are  clearly  explained  and  fully 
justified.  The  $3.2  Billion  (which  will  fund  approximately  50%  of 
the  NCI  Board  approved  research  and  education  projects)  is  the 
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absolute  minimum  that  should  be  appropriated  by  the  Congress  in 
order  for  NCI  to  successfully  accomplish  and  translate  this 
research  into  the  mainstream  of  medical  use. 

PARTICIPANTS  IN  THE  CRUSADE  AGAINST  CANCER  (CRUSADERS) 

Simply  growing  older  is  one  of  the  greatest  risks  for  getting 
Cancer.  Of  all  Cancer's  diagnosed  in  1990,  85%  occurred  in  those 
fifty  and  older.  By  the  time  a  person  is  sixty-five,  according  to 
the  National  Cancer  Institute,  they  have  a  ten  times  greater  risk 
of  dying  from  Cancer  than  those  under  sixty-five  (i.e.  one  out  of 
every  three  Senior  Citizens  will  die  of  Cancer) .  Unfortunately, 
Cancer  knows  no  age  limit  as  Cancer  hits  the  young  as  well  as  the 
old,  for  more  children  ages  one  through  fourteen  die  of  Cancer  than 
from  any  other  disease.  As  persons  of  all  age  groups  may  have 
Cancer,  the  Crusade  Against  Cancer  will  seek  support  from  all 
organizations  and  individuals,  and  request  the  assistance  of  the 
media.  TV  and  radio  networks,  newsworthy  personalities,  etc.  to 
inform  the  public  of  the  objectives  of  the  Crusade,  which  is  TO 
CONVINCE  THE  CONGRESS  TO  APPROPRIATE  THE  HR-4  REAUTHORIZATION  SUM 
OF  $3.2  BILLION  FOR  NCI  FOR  FY94  and  a  commensurate  level  of  funds 
for  future  years. 

AIDS  research  has  captured  the  media's  attention,  Cancer  has 
not,  resulting  in  Congress  appropriating  $1.1  Billion  for  AIDS  in 
FY93  (30,000  deaths)  and  only  $1.9  Billion  for  Cancer  (500,000 
deaths) .  A  ratio  of  1  death  to  16.  Not  that  AIDS  should  receive 
less  funding,  but  Cancer  more. 

In  fact,  as  Cancer  and  AIDS  research  are  intertwined;  as  a 
sizeable  portion  of  NCI's  research  funds  are  spent  on  AIDS 
research;  as  research  funds  for  both  Cancer  and  AIDS  have 
overwhelming  support  from  the  public;  and  as  both  programs  would 
greatly  benefit  from  strong  leadership,  Crusade  Against  Cancer 
strongly  recommends  that  President  Clinton  and  the  Congress  create 
the  position  of  CANCER-AIDS  CZAR. 

Mr.  Chairman,  surveys  show  Americans  NOW  fear  the  threat  of 
Cancer  more  than  the  Atomic  Bomb.  As  1  out  of  3  of  your 
constituents  have,  or  will  have,  Cancer,  they  will  praise  you  for 
appropriating  $3.2  Billion  for  FY94  to  permit  NCI  to  fund  50%  of 
its  approved  research  projects  which,  with  adequate  future  funding, 
will  save  tens  of  millions  from  this  catastrophic  disease. 

Yes,  tax  dollars  are  tight,  but  we  are  not  talking  about 
Entitlements,  Foreign  Aid,  Military  Assistance,  etc.  but  about 
lives,  or  possible  painful  Deaths,  that  could  be  saved  by  you  alone 
—  THE  UNITED  STATES  CONGRESS.  Please  remember,  when  you  read 
"died  of  Cancer"  in  your  newspapers,  will  your  conscience  say  "that 
life  could  have  been  saved  if  my  Congressional  Colleagues  and  I  had 
voted  the  $3.2  Billion  for  NCI  in  FY94?"  Also  remember,  when  you 
vote  funds  for  NCI,  you  are  also  voting  funds  for  the  outstanding 
57  Cancer  Research  Centers  located  in  major  hospitals  throughout 
the  United  States  and  who,  like  the  Lombardi  Cancer  Research 
Center,  Georgetown  University,  serve  your  local  areas. 

In  1950,  there  were  over  20,000  cases  of  polio  in  the  United 
States.  Thanks  to  medical  research,  by  1992  there  were  only  10 
cases.  With  adequate  funding  for  overall  Cancer  research  and 
education,  it  is  possible  Cancer  will  suffer  a  similar  defeat  (and 
in  far  less  time) .  Members  of  Congress,  the  cures  for  Cancer  are 
in  your  hands!   VOTE  THE  $3.2,  AS  THE  ONE  IN  THREE  COULD  BE  YOU! 

Thank  you,  Mr.  Chairman. 
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STATEMENT  OF  CULTURAL  COUNCIL  OF  AMERICAN 
INDIANS,  ALASKA  NATIVES,  AND  NATIVE  HAWAIIANS 
KEEPERS  OF  THE  TREASURES 

Keepers  of  the  Treasures  and  the  National  Congress  of  American  Indians  ask 
this  Subcommittee  to  recommend  that  the  budget  of  the  Administration  for  Native 
Americans  (ANA)  be  increased  by  $4.5  million  for  grants  pursuant  to  the  Native 
American  Languages  Act  of  1992.  Pub.  L.  102-524.  This  act  authorizes  ANA  to  make 
grants  to  Indian  tribes,  Alaska  Native  villages  and  corporations,  and  Native 
Hawaiian  organizations  for  the  purpose  of  "assisting  Native  Americans  in  assuring 
the  survival  and  continued  vitality  of  Native  languages." 

Keepers  of  the  Treasures  is  a  national  intertribal  organization  founded  in  1991 
as  a  nonprofit  educational  and  charitable  corporation,  dedicated  to  supporting  and 
assisting  the  preservation,  maintenance  and  revitalization  of  the  cultural  lifeways  of 
American  Indians,  Alaska  Natives,  and  Native  Hawaiians.    NCAI  is  the  oldest  and 
largest  national  intertribal  organization,  which  has  promoted  the  rights  of  Indian 
tribes  since  its  founding  in  1944. 

The  Native  American  Languages  Act  of  1992  is  similar  in  purpose  to  an  Act  of 
the  same  name  that  was  enacted  in  1990.  Pub.  L.  101-477.  The  1990  Act  proclaimed 
that  it  is  "the  policy  of  the  United  States  to  preserve,  protect,  and  promote  the  rights 
and  freedom  of  Native  Americans  to  use,  practice,  and  develop  Native  American 
languages."  25  U.S.C.  §  2903.  The  1990  statute  proclaimed  policy,  but  did  not 
authorize  funding.    The  1992  statute  authorized  funding  to  implement  the  policy. 

Maintaining  the  viability  of  Native  languages  is  essential  if  American  Indian, 
Alaska  Native  and  Native  Hawaiian  peoples  are  to  have  any  realistic  opportunity  to 
maintain  their  unique  cultures.    Many  aspects  of  tribal  cultures  simply  cannot  be 
transmitted  from  one  generation  to  the  next  except  through  the  use  of  tribal 
languages.   The  importance  of  preserving  tribal  languages  was  emphasized  in  a 
report  submitted  to  Congress  in  September  1990,  entitled  Keepers  of  the  Treasures: 
Protecting  Historic  Properties  and  Cultural  Traditions  on  Indian  Lands.    That  report 
found,  not  surprisingly  given  that  in  the  past  the  federal  government's  policies 
discouraged  or  forbid  the  use  of  tribal  languages,  that  "In  many  tribes,  only  a 
handful  of  elders  remain  who  can  speak  their  language  fluently  ands  know  the 
'higher'  levels  of  language  used  in  oral  tradition  and  the  conduct  of  ceremonies." 
Keepers  Report,  at  page  29.   That  report  also  found  that  many  of  the  cultural 
preservation  programs  that  tribes  have  supported  with  their  own  limited  resources 
have  focused  on  language  preservation. 

The  report  of  the  1991  White  House  Conference  on  Indian  Education,  which 
was  released  in  May  1992,  entitled  Indian  Nations  at  Risk,  also  emphasized  the 
importance  of  maintaining  the  viability  of  tribal  languages.    Among  the 
recommendations  of  that  report  was  that  Congress  enact  legislation  to  implement 
Public  Law  101-477,  the  1990  Native  American  Languages  Act.   The  enactment  of  the 
1992  Act  carried  out  this  recommendation.    Now  we  call  on  this  Subcommittee  to 
take  the  next  step  and  recommend  appropriations  to  implement  the  proclaimed 
federal  policy  of  supporting  the  efforts  of  American  Indian,  Alaska  Native  and 
Native  Hawaiian  peoples  to  preserve  their  Native  languages  as  part  of  their  living 
cultures. 
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STATEMENTS  OF  AMANDA  SHERMAN,  KAREN 
RENICK,  AND  ELAINE  WEINMANN,  ON  BE- 
HALF OF  THE  DES  ACTION/USA 

An  estimated  ten  million  Americans  are  DES-exposed.  Despite  the  immen- 
sity of  our  numbers  and  the  variety  of  serious  health  problems  we  face, 
there  has  been  a  critical  lack  of  research  into  the  long-term  effects  of  DES 
exposure.  Moreover,  there  has  been  little  effort  to  fully  inform  the  public 
and  their  physicians  about  the  known  health  risks  of  the  DES-exposed. 

The  history  of  our  exposure  to  DES  is  a  story  of  enormous  suffering  and 
needless  death  caused  by  a  harmful  chemical  approved  by  the  FDA  and 
promoted  as  a  wonder  drug.  It  is  a  story  of  unsuspecting  pregnant  women 
and  inadequately  informed  doctors;  a  story  of  unquestioned  faith  in  a  poor- 
ly tested  product.  Most  importantly,  it  is  a  story  of  millions  of  people  — 
mothers,  daughters  and  sons  —  whose  lives  have  been  tragically  and  per- 
manently affected  by  DES. 

DES  Action/USA  is  a  non-profit  organization  working  since  1979  to  pro- 
vide support,  medical  information,  and  referrals  to  those  exposed  to  the 
synthetic  estrogen,  diethylstilbestrol  (DES).  We  are  also  engaged  in  out- 
reach efforts  to  identify  this  high  risk  population  and  to  inform  them  of 
their  special  health  needs. 

Despite  our  efforts  over  the  past  thirteen  years,  it  is  our  belief  that  the 
majority  of  DES-exposed  Americans  are  not  aware  of  their  exposure  to  this 
toxic  and  dangerous  drug. 


DES  was  first  synthesized  in  1938.  Later  that  same  year,  DES  was  reported 
to  cause  cancer  in  laboratory  animals.  Yet,  for  the  thirty  years  between 
1941  and  1971,  DES  was  widely  prescribed  to  approximately  5  million 

pregnant  women  in  the  United  States  for  the  prevention  of  miscarriage.  It 
was  also  advertised  for  "routine  prophylaxis  in  all  pregnancies."  This 
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drug  —  the  first  of  its  kind  to  be  approved  by  the  FDA  —  had  never  been 
tested  for  use  during  pregnancy. 

In  1953,  the  results  of  a  randomized,  double-blind  clinical  trial  revealed 
that  DES  was  ineffective  for  its  prescribed  use  of  preventing  miscarriage. 
Nonetheless,  the  drug  was  allowed  to  remain  on  the  market  for  eighteen 
more  years  when  in  1971  seven  young  women  between  the  ages  of  14  and 
22  were  diagnosed  with  clear  cell  adenocarcinoma  of  the  vagina.  Prior  to 
1971,  this  rare  form  of  cancer  had  never  occurred  in  women  so  young.  The 
common  factor  among  these  women  was  prenatal  exposure  to  DES. 

It  is  now  known  that  one  out  of  every  1,000  DES  daughters  will  develop 
clear  cell  adenocarcinoma  of  the  vagina  or  cervix.  In  addition  to  this  cancer, 
DES  also  causes  a  variety  of  other  grievous  injuries,  the  full  extent  of 
which  often  remain  latent  for  decades,  until  a  DES  daughter  or  son  reach- 
es childbearing  age  or  beyond. 

Of  an  estimated  2.4  million  DES  daughters,  1.2  million  have  been  born 
with  reproductive- tract  deformities  which  include  unheard  of  cellular 
and/or  structural  malformations  of  the  vagina,  cervix,  uterus  and  Fallopian 
tubes.  These  deformities  cause  health  problems  ranging  from  infertility  to 
serious  difficulties  with  conception  and  childbearing. 

For  example,  DES  daughters  are  at  five-times  the  risk  for  ectopic  (tubal) 
pregnancy  —  a  life-threatening  condition  —  twice  the  risk  of  miscarriage 
or  stillbirth,  and  three  times  the  risk  of  premature  labor  and  delivery. 
Many  will  never  bear  a  child  of  their  own. 

DES  daughters  who  do  succeed  in  becoming  pregnant  require  specialized 
and  expensive  obstetrical  care  and  are  often  told  by  their  physicians  to 
spend  most  of  their  pregnancy  in  bed.  Despite  these  precautions,  many 
DES  daughters  deliver  prematurely  which,  in  turn,  increases  the  risk  of 
serious  birth  injuries,  such  as  cerebral  palsy,  brain  damage,  and  even  death 
among  third  generation  DES  babies. 
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DES  has  also  had  a  disastrous  impact  on  the  sons  of  mothers  who  were 
given  the  drug.  Like  DES  daughters,  the  extent  of  their  injuries  is  diverse. 
Studies  suggest  that  DES  sons  may  be  at  risk  for  malformations  of  the 
penis,  sterility  due  to  low  sperm  count,  and  cysts  inside  the  scrotal  sacs. 
Testicular  problems,  such  as  undescended  testicles  and  hypoplastic 
(unusually  small)  testicles,  are  an  especially  serious  threat,  as  both  condi- 
tions carry  with  them  an  increased  risk  of  cancer.  Sadly,  little  research  has 
been  conducted  on  behalf  of  the  estimated  2.4  million  DES-exposed  sons. 

DES  mothers,  who  unknowingly  passed  on  a  perilous  medical  legacy  to 
their  children,  also  inherited  one  themselves.  Early  studies  point  to  an 
increased  risk  of  breast  cancer  for  DES  mothers,  perhaps  as  high  as  44.5%. 
DES  mothers  may  also  develop  breast  cancer  earlier  in  life  than  non- 
exposed  women.  In  addition,  medical  professionals  also  suspect  that  DES 
mothers  may  be  at  increased  risk  for  endocrine  cancer,  although  further 
research  is  vitally  needed. 

♦ 

In  1992  the  National  Institutes  of  Health  sponsored  the  first  research 
conference  to  identify  the  medical  questions  about  DES  that  can  only  be 
answered  by  further  scientific  research.  Preliminary  studies  presented  at 
the  conference  indicate  that  when  DES  crossed  the  barrier  of  the  moth- 
er's placenta  it  not  only  harmed  the  reproductive  system  of  the  fetus,  but 
the  endocrine,  immune,  cardiovascular  and  skeletal  systems  as  well.  Also 
cited  were  animal  studies  indicating  that  DES-exposed  offspring  manifest 
adverse  health  effects  throughout  their  lifespan. 

Researchers  suspect  that  as  DES  daughters  approach  middle  age  they  may 
encounter  even  greater  risks  for  DES-related  problems.  What  will  be  the 
long-term  health  risks  for  this  population  as  they  age?  Will  DES  daughters 
develop  an  increased  rate  of  breast  and  reproductive-tract  cancers,  as  ani- 
mal studies  seem  to  suggest?  How  many  DES  daughters  will  develop  new 
cases  of  clear  cell  vaginal  or  cervical  cancer?  How  many  DES  daughters 
will  suffer  recurrent  clear  cell  cancers?  What  will  be  the  effects  of  fertility 
drugs  on  women  who  were  exposed  to  synthetic  estrogen  in  uterol 
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Research  is  desperately  needed  for  these  questions  and  countless  others  to 
be  answered. 

♦ 

The  unknown  future  health  risks  of  DES  exposure,  coupled  with  the  well 
documented  adverse  physical  effects,  often  lead  to  lasting  psychological 
injuries.  We  invite  you  to  imagine  the  guilt  for  having  taken  a  drug  that 
irrevocably  harmed  your  child.  Or  imagine  learning  at  the  age  of  19  that 
you  have  vaginal  cancer  and  that  the  standard  treatment  is  removal  of 
your  reproductive  organs.  Imagine  having  to  face  the  reality  of  infertility, 
confronting  the  anxiety  of  bearing  an  unhealthy  child,  or  coping  with  the 
burden  of  caring  for  a  seriously  disabled  child.  Then  imagine  dealing  with 
the  marital  and  familial  stress  that  each  of  these  problems  creates. 


Like  millions  of  Americans,  Joan  had  no  idea  she  was  DES-exposed.  Her 
doctors,  also  unaware  of  her  exposure,  failed  to  recognize  Joan's  need  for 
special  obstetrical  care  when  she  became  pregnant.  In  her  fifth  month  of 
pregnancy,  she  began  to  hemorrhage.  She  was  hospitalized,  and  emer- 
gency surgery  was  performed  to  stop  the  bleeding.  Joan  remained  on  strict 
bed  rest  for  the  duration  of  her  pregnancy.  Nevertheless,  she  delivered 
prematurely.  Her  daughter  lived  for  ten  minutes.  Only  after  this  loss 
occurred  did  Joan's  doctors  discover  she  had  a  T-shaped  uterus,  a  common 
DES  deformity.  "The  shock  of  losing  my  baby  was  devastating..."  Joan 
says.  "1  couldn't  leave  my  house  for  three  months,  1  was  afraid  to  go  out... 
now  1  have  to  live  with  the  fact  that  1  feel  my  uterus  killed  my  baby." 

Rose  is  a  DES  daughter  from  Brooklyn,  New  York.  At  the  age  of  27,  while 
six  months  pregnant  with  her  first  child,  Rose  was  diagnosed  with  DES- 
related  cancer.  She  and  her  husband  were  forced  to  make  an  excruciating 
decision  —  whether  she  should  immediately  undergo  surgery  for  invasive 
cancer,  or  postpone  treatment  in  the  hope  of  saving  their  child.  Rose 
decided  to  wait.  "...I  had  a  baby  that  was  alive  and  kicking  and  1  knew 
this  was  my  only  opportunity  to  have  a  child..."  Rose  recalls.  Her  baby 
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was  born  at  Memorial  Sloan-Kettering  Cancer  Center.  The  first  time 
Rose  saw  her  daughter  was  four  days  later,  following  removal  of  all  her 
reproductive  organs.  Within  six  months,  Rose  reentered  the  hospital  for 
reconstructive  vaginal  surgery.  Fifteen  years  later  her  husband  reflects, 
"Her  insides  [were]  taken  away,  ripped  out,  changed.  It's  not  fair.  It's  not 
the  same." 

Joan's  and  Rose's  names  have  been  changed. 


Of  the  many  DES-related  tragedies,  perhaps  the  greatest  is  that  millions 
of  people  still  do  not  know  that  their  health  may  be  in  jeopardy  because 
of  a  toxic  drug  administered  decades  ago.  At  present,  they  are  not  getting 
appropriate  medical  care. 

This  difficulty  is  compounded  by  the  reality  that  many  health  profession- 
als are  unaware  of  the  symptoms  and  complications  of  DES  exposure. 
Health  professionals  who  could  play  an  effective  role  in  screening  proce- 
dures frequently  misdiagnose  or  overlook  DES-related  problems. 

This  critical  lack  of  knowledge  has  extracted  an  enormous  toll  in  terms  of 
personal  suffering  and  needless  death,  and  only  serves  to  perpetuate  the 
need  for  expensive,  crisis-oriented  interventions. 

For  these  reasons,  DES  Action  welcomes  the  implementation  of  The  DES 
Education  and  Research  Amendments  of  1992,  passed  by  the  102nd 
Congress  on  October  9th.  We  wish  to  thank  Representative  Louise 
Slaughter  for  her  introduction  of  this  legislation  and  for  the  extraordinary 
wealth  of  experience  and  expertise  that  she  brings  to  bear  on  health  care 

issues  such  as  DES. 

♦ 

In  response  to  strong  Congressional  approval,  the  National  Institutes  of 
Health  have  given  priority  status  to  the  implementation  of  DES  educa- 
tion and  research  programs.  For  the  initial  startup  of  these  programs,  the 
NIH  in  fiscal  year  1993  allocated  a  total  of  $3.7  million,  of  which  $1.5 
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million  was  specifically  appropriated  by  your  Subcommittee  and  subse- 
quently used  by  the  N1H  to  initiate  several  regional  educational  programs. 
These  programs  will  serve  as  pilot  programs  to  precede  the  nation-wide 
educational  program  mandated  by  The  DES  Education  and  Research 
Amendments.  The  NIH  estimates  that  approximately  $5.2  million  is  nec- 
essary to  continue  their  startup  efforts  in  DES  education  and  research  in 
fiscal  year  1994.  These  funds  are  needed  to: 

•  Identify  the  DES  exposed  population  so  that  they  can  receive  the 
special  health  care  they  need. 

•  Focus  on  preventative  health  care  with  special  emphasis  on  public 
and  health  care  provider  education. 

•  Encourage  scientific  research  which  benefits  not  only  the  DES 
exposed,  but  will  also  provide  information  on  hormonal  effects 
that  will  be  of  importance  to  the  general  public. 

DES  Action  has  been  charged  by  Congress  to  consult  with  the  NIH  on 
DES-related  educational  programs.  As  a  high-risk  population  who  have 
long  been  neglected,  we  are  keenly  interested  in  the  quality  and  effective- 
ness of  DES  health  care  programs.  We  wish  to  make  certain  that  the 
resources  you  provide  will  deliver  tangible  results. 

Mr.  Chairman,  support  from  you  and  your  Committee  for  this  budget 
request  of  $5.2  million  addresses  an  urgent  health  need  for  millions  of 
Americans. 

We  will  be  pleased  to  discuss  any  questions  with  members  and  staff  of  the 
Subcommittee. 

Thank  you. 
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Appendix  A  —  Estimated  number  of  DES-exposed  in  the  United  States 


Mothers 

Daughters 

Sons 

Total 

Al.ik-int.i 

80.000 

40,000 

40.000 

160,000 

Alaska 

10.000 

5,000 

5,000 

20,000 

Arizona 

60.000 

30,000 

30,000 

120,000 

Arkansas 

47,500 

23,750 

23.750 

95,000 

Gilifomia 

540.000 

270.000 

270,000 

1,080,000 

Colorado 

60.000 

30.000 

30,000 

120,000 

Connection 

60.000 

30.000 

30.000 

120,000 

Delaware 

12.000 

6,000 

6,000 

24,000 

Disrrict  of  Col. 

12.000 

6.000 

6.000 

24,000 

Florida 

233.500 

116.750 

116.750 

467,000 

George 

120,000 

60.000 

60,000 

240,000 

Hawaii 

20.000 

10.000 

10,000 

40,000 

Idaho 

20,000 

10.000 

10,000 

40,000 

Illinois 

231.000 

115,500 

115.500 

462,000 

Indiana 

110.000 

55.000 

55.000 

220,000 

Iowa 

57,000 

28,500 

28.500 

114,000 

Kansas 

49.000 

24.500 

24,500 

98,000 

Kentucky 

75.000 

37.500 

37.500 

150,000 

Louisiana 

90,000 

45.000 

45.000 

180,000 

Maine 

20.000 

10,000 

10,000 

40,000 

Maryland 

89.000 

44.500 

44.500 

178,000 

Massachusetts 

116.500 

58.250 

58,250 

233,000 

Michigan 

183.000 

91.500 

91.500 

366,000 

Minnesota 

85.000 

42.500 

42.500 

170.000 

Mississippi 

50.000 

25.000 

25.000 

100,000 

Missouri 

100.000 

50.000 

50.000 

200,000 

Montana 

16.000 

8,000 

8.000 

32,000 

Nebraska 

32,000 

16.000 

16.000 

64,000 

Nevada 

20,000 

10,000 

10,000 

40,000 

New  Hampshire 

20,000 

10,000 

10,000 

40,000 

New  Jersey 

152.500 

76.250 

76.250 

305,000 

New  Mexico 

30.000 

15.000 

15.000 

60,000 

North  Carolina 

16.500 

63,250 

63.250 

253,000 

N.  Dakota 

13.500 

6.750 

6.750 

27,000 

New  Yotk 

355,000 

177.500 

177.500  ' 

710,000 

Ohio 

215.000 

107.500 

107.500 

430,000 

Oklahoma 

66.000 

33.000 

33.000 

132,000 

Oregon 

54.000 

27,000 

27.000 

108,000 

Peniisylvania 

240.000 

120.000 

120.000 

480,000 

Rhode  Island 

20.000 

10.000 

10.000 

40,000 

South  Carolina 

67.500 

33.750 

33.750 

135,000 

South  Dakota 

14.000 

7.000 

7.000 

28.000 

Tennessee 

96.000 

48,000 

48.000 

192,000 

Texas 

335.000 

167.500 

167,500 

670,000 

Utah 

33.000 

16.500 

16,500 

66,000 

Vermont 

10.000 

5.000 

5.000 

20.000 

Virginia 

115.000 

57.500 

57.500 

230,000 

Washington 

90.000 

45.000 

4S.000 

180,000 

West  Virginia 

40.000 

20.000 

20.000 

80.000 

Wisconsin 

95.000 

47.500 

47.500 

190,000 

Wyoming 

10,000 

5.000 

5.000 

20,000 

Totals 

4,796,500 

2,398,250 

2,398,250 

9.593,000 
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Profile  of  DES  Action/USA 


Type  of  organization: 

Established: 

Headquarters: 

Local  U.S.  Chapters: 


U.S.  Affiliates: 
International  Affiliates: 

Operating  Budget: 
Funding  Sources: 

Foundation/ 
Corporate  Grants: 


Public  Education 
Contracts: 


Publications: 


Public  Service 
Announcements: 


Non-profit  501(c)(3)  educational  corporation 

July,  1979 

Oakland,  CA  and  New  Hyde  Park,  NY 

31  local  chapters  in  the  following  states:  California, 
Colorado,  Connecticut,  Florida,  Georgia,  Indiana,  Iowa, 
Kansas,  Louisiana,  Massachusetts,  Michigan,  Minnesota, 
Missouri,  New  Jersey,  New  York,  Ohio,  Oklahoma, 
Pennsylvania,  Texas,  Virginia,  Washington,  Wisconsin 

DEIS  Sons  Network,  DES  Third  Generation  Network 

7  countries:  Australia,  Britain,  Canada,  France,  Ireland, 
Italy  3nd  the  Netherlands 

$11 2,400  fiscal  year  1992-93 

Suhscriprions  to  quarterly  newsletter,  donations, 
puhlications,  and  grants 

Current  funding  includes: 

J.  Aron  Foundation,  1992-94  (annually)  $7,500 

California  Trial  Lawyers  Assoc,  1991  $4,000 

Civil  Justice  Foundation,  1991  $1,000 

Previous  funding  included  grants  from  die  Henry 
J.  Kaiser  Family  Foundation,  the  March  of  Dimes, 
the  Skaggs  Foundation  and  the  Ms.  Foundation. 

National  Cancer  Institute,  1978-79  $88,000 

(through  Northern  California  Cancer  Center) 

California  Dept.  of  Health  Services,  1981-83  $91,000 

Massachusetts  Dept.  of  Health  Services,  1981  $3,000 

1986-92  $25,000 

Ohio  Dept.  of  Health  Services,  1989-91  $13,000 

DES  Action  Voice,  a  quarterly  newsletter 

DES  Exposure:  Questions  an  J  A  wavers  for  Mothers, 

Daughters  and  Sons 
Fertility  and  Pregnancy:  A  Guide  for  DES  Daughters 

and  Sons 
Breast  Cancer:  Risk,  Protection,  Detection  and  Treatment 

1982,  1988,  and  1992  TV  and  radio  spots 
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STATEMENT  OF  MARGARET  LEE  BRAUN,  ON  BEHALF  OF  THE 

DES  NETWORK 

1  would  like  to  bring  to  the  committee's  attention  the  vital  needs  of  the  DES-exposed 

public,  and  the  opportunity  to  give  additional  support  to  the  renewed  commitment  made 

to  DES  research  and  education,  begun  in  the  Senate  last  year,  with  approval  of  the  DES 

Education  and  Research  Amendments  of  1992. 

The  DES  Cancer  Network,  a  national  organization  for  DES  exposed  women  and  men, 
encourages  an  additional  $5.5  million  be  appropriated  to  the  NIH  in  1994  for  the 
continued  development  of  DES  research  and  education  initiatives.  This  support  is  critical 
to  the  lives  of  three  generations  of  Americans  effected  by  DES  exposure. 

10  million  Americans  exposed  to  DES 

Tens  of  thousands  of  American  women  and  men  are  unaware  that  they  were  exposed, 
before  birth,  to  the  toxic  prescription  drug,  DES.  That  one  drug,  so  widely  prescribed 
throughout  a  thirty  year  period  from  1941-1971,  became,  in  the  words  of  one  medical 
expert,  "the  worst  human  experiment  in  U.S.  medical  history." 

To  this  day,  the  10  million  Americans  exposed  to  DES  are  just  learning  about  the 
implications  of  their  DES  exposure.  An  estimated  half  are  unaware,  20-40  years  after  the 
fact,  of  their  exposure.  Others,  often  too  traumatized  by  the  nature  of  their  injuries — and 
unable  to  find  proof  of  pharmaceutical  records  from  20-30  years  ago — are  isolated,  their 
predicament  unresolved. 

Hundreds  of  thousands  of  American  families  has  been  disrupted  by  DES.  DES  Daughters 
develop  devastating  vaginal  cancer.  They  face  the  difficult  adjustment,  as  a  young  adult, 
to  life-after-vaginal  cancer.  DES  sons  suffer  structural  abnormalities  of  the  genitourinary 
system.  DES  mothers  have  an  increased  risk  of  breast  cancer.  DES  daughters  suffer 
reproductive  anomalies  and  suffer  the  despair  of  infertility  treatment  and  high  risk 
pregnancies.  For  all  DES-exposed  people  the  stress  of  medical  injuries  is  compounded  by 
the  stress  of  being  exposed  to  a  toxic  drug.  And  all  DES-exposed  people  face  the  spectre 
of  unknown,  future  DES  effects. 


697 


A  32  year  old  DES  Daughter  from  New  Jersey  .writes  to  the  DES  Cancer  Network, 
"Because  of  DES  I  have  suffered  many  wounds.  My  body  has  been  deformed,  assaulted, 
and  debased.  My  emotional  well  being  has  been  robbed.  My  finances  have  been  depleted. 
My  career  has  been  cut  short.  My  time  has  been  stolen.  My  hopes  for  children  have  been 
shattered.  And  in  addition  I  don't  know  what  lies  ahead  in  terms  of  my  own  health.  "  Her 
story  is  the  story  of  legions  of  DES  Daughters,  Sons,  and  Mothers-and  their  families. 

Needs  of  the  DES  exposed 

Since  1 97 1 ,  and  the  discovery  of  the  link  between  clear  cell  cancer  in  young  women  and 
exposure  to  diethylstilbestrol  (DES),  the  necessity  for  ongoing  DES  research  and 
education  has  been  constant.  The  needs  of  women  and  men  exposed  to  DES  are  great 
and  their  concerns  are  real. 

In  ten  years  the  DES  Cancer  Network,  a  national  educational  organization  based  in 
Rochester,  NY,  has  talked  with  thousands  of  DES-exposed  people.  They  share  common 
characteristics.  DES-exposed  men  and  women  are  deeply  changed  by  their  DES 
experience,  often  exhibiting  extraordinary  courage  in  the  face  of  devastating  illness  . 
And,  despite  the  large  number  of  Americans  exposed  to  DES,  they  experience  an 
alarming  degree  of  isolation.  The  DES-exposed  speak,  again  and  again,  of  the  enormous 
frustration  of  not  being  able  to  find  the  simplest  information  about  DES,  the  outrage  of 
being  more  informed  about  DES  screening  protocol  than  their  doctors,  the  pain  of  having 
nowhere  to  turn  for  information  and  support.  Many  experience  their  concerns  as 
minimized.  They  report  feeling  patronized,  ignored,  and  dismissed  with  assurances  that 
have  no  basis  in  current  research.  Unavailability  of  adequate  information  leads  to  their 
increased  anxiety. 

And  yet  the  needs  of  DES-exposed  women  and  men  are  not  complex.  All  DES-exposed 
people  have  a  right  to  know  if  they  are  DES  exposed.  They  need  awareness  of  their 
special  health  care  needs.  They  need  informed  medical  care  and  widespread 
dissemination  of  screening  protocol  and  treatment  assesment.  They  need  longitudinal 
studies  that  give  information  back  to  them.  They  need  understanding  of  the  physical  and 
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psychological  stresses  of  DES  exposure.  They  need  resources  they  can  turn  to  for  facts, 

perspective,  and  support. 

A  crisis  of  information 

Currently  a  crisis  of  information  exists  among  physicians  and  populations  exposed  to 

DES.  Current  knowledge  is  based  on  information  twenty  years  old.  Our  most  pressing 

need  is  to  update  existing  information  about  DES.  But  the  public  should  not  be  made  to 

wait  until  a  new  phase  of  research  garners  results.  DES  knowledge  will  always  change  as 

the  DES  population  ages  and  a  range  of  studies  are  carried  out.  Right  now  there  is  an 

educational  gap  of  monumental  proportions  that  begs  for  action. 

The  public  at  large  lacks  the  most  fundamental  information  about  DES.  They  are  unaware 
of  the  ramifications  of  their  exposure.  They  are  unaware  of  their  screening  needs.  They 
are  uneducated  about  the  range  of  DES  effects.  Physicians,  too,  suffer  from  lack  of 
education.  The  dearth  of  information  about  how  to  diagnose  and  treat  DES-related  cancer 
has  resulted  in  too  many  cases  of  misdiagnosis,  mistreatment,  and  death.  Oncologists  and 
DES-exposed  families  are  almost  wholly  unprepared  for  the  trauma  of  genital  and 
reproductive  loss  in  young  adulthood.  DES  cancer  patients,  typically  treated  with  a 
radicial  hysterectomy,  vaginectomy,  and  lymphadenectomy,  experience  trauma  that  has 
never  before  been  documented. 

There  is  widespread  uncertainty,  too.  DES  screening  protocols  are  not  well-established. 
Misunderstanding  about  the  upper  age  limit  for  development  of  clear  cell  adeno- 
carcinoma persists.  It  is  common  for  a  DES  daughter  to  be  told,  "If  you  are  over  25,  you 
don't  have  to  worry  about  DES  cancer."  In  fact  the  upper  age  limit  for  DES  cancer  is 
unknown.  Cases  have  been  reported  in  DES  Daughters  in  their  forties.  And  there  is  no 
known  successful  treatment  for  recurrence  of  DES-related  cancer.  Young  women  are 
dying  in  1993  from  DES-related  cancer. 

Renewed  commitment  to  DES  research  and  education 

DES  research,  drastically  curtailed  in  the  last  decade,  continues  to  suggest  broad  and 
disturbing  implications  of  DES  exposure.  Laboratory  study  after  laboratory  study  shows 
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that  the  effects  of  DES  continues  throughout  the  lifespan  of  the  DES-exposed  offspring. 
Yet  research  on  the  DES  population-the  majority  of  whom  are  still  in  their  30s--was, 
until  1992,  hanging  by  a  thread. 

Major  questions  remain  about  DES-related  clear  cell  cancer  and  about  the  effect  of  DES 
on  the  reproductive  system,  immune  system,  and  endocrine  system  of  DES  Mothers, 
Daughters,  and  Sons.  These  unanswered  questions  leave  both  the  affected  population  and 
the  entire  research  and  medical  communities  ignorant  about  the  ramifications  of  this  drug. 
Above  all,  one  question  stands  out.  What  will  happen  to  the  DES-exposed  as  they  age? 

•  Animal  studies  show  an  increased  incidence  of  cancers  in  DES-exposed  females  at 
middle  age. 

•  Animal  and  clinical  studies  show  the  DES-exposed  have  evidence  of  impaired  immune 
system. 

•  Late  recurrences  of  DES-related,  clear  cell  cancer  are  being  seen,  in  young  women  who 
have  already  had  the  cancer,  8-20  years  after  their  original  diagnosis.  And  the  upper  age 
limit  for  the  development  of  the  cancer,  once  thought  to  be  27,  is  now  considered 
unknown.  Cases  have  developed  in  DES  Daughters  in  their  40s. 

The  need  for  continued  scientific  investigation  and  comprehensive  educational  programs 
was  recognized  at  the  NIH  workshop  on  DES  research  in  April  1992.  In  October  1992  the 
DES  Education  and  Research  Amendment,  was  passed  by  the  Senate  with  unanimous 
consent .  It  sets  forth  a  new  commitment  to  DES  by  authorizing  programs  for  DES 
research  and  education. 

The  $1.5  million  dollars  appropriated  to  the  NCI  in  1992  for  DES  research  and  education 
did  much  to  revitalize  DES  research  and  education  initiatives.  Congress,  the  NIH,  and 
DES  educators  have  made  important  strides  in  repairing  the  terrible  neglect  of  research 
and  information.  Now  we  must  ensure  that  these  advances  have  enough  support  to 
accomplish  their  aim 

Twenty  two  years  after  the  1971  alarm  on  DES  was  sounded,  we  must  couple  the  hard- 
won  perspective  of  the  1990s,  with  1990s  dollars;  to  establish  successful  infrastructures 
to  provide  for  the  concerns  of  the  DES  exposed  publics  for  the  rest  of  their  Hves. 
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Building  longterm  research  infrastructures 

The  DES  Cancer  Network  recommends  an  additional  $5.5  million  in  the  1994  budget  for 
research  and  education  that  will  further  investigation  of  unanswered  questions  about  DES 
exposure,  to  update  and  enhance  the  follow-up  of  documented  cases  of  DES  exposure, 
and  to  establish  education  programs  to  optimize  the  knowlege,  attitudes,  and  health  care 
behaviors  of  the  DES-exposed  and  their  medical  providers. 

Moral  and  .scientific  obligations 

There  has  always  been  a  commitment,  in  funding  research,  to  fund  research  of  scientific 
merit.  In  addition  much  has  been  said,  lately,  about  the  obligation  to  support  research  that 
includes  and  benefits  women.  In  this  era  of  toxic  exposure  and  iatrogenic  illness,  we  must 
also  respond  to  victims  of  medical  catastrophe.  There  is  a  moral  obligation  to  provide 
information  and  care  to  a  population  injured  by  medical  technology. 

We  must  never  think  that  DES  is  an  isolated  tragedy--an  unfortunate  blip  in  medical 
history.  As  unique  as  the  story  of  DES  is,  DES  will  take  its  place  in  history  among 
countless  environmental  and  medical  technologies  that  cause  harm.  If  we  don't  learn 
from  DES  will  we  learn  from  any  of  the  rest?  We  need  to  know  the  smallest  particulars 
and  the  largest  implications  of  DES.  Because,  in  the  long  run,  DES  is  more  than  a  record 
of  the  first  transplacental  carcinogen.  It  is  more  than  a  teratogen  or  a  synthetic  non 
steroidal  estrogen.  DES  is  all  of  these  and  more. 

In  the  broadest  sense  DES  research  is  not  of  interest  solely  because  of  DES  but  because 
of  the  message  it  carries.  In  an  age  where  the  unbelievable  happens,  DES  exposed  people 
have  found  the  courage  to  step  forward  and  reveal  their  experience.  Together  with  the 
Congress  and  the  NIH,  DES  exposed  women  and  men  have  made  possible  a  new  phase 
of  DES  research  and  education. 

You  now  have  the  opportunity  to  reinforce  the  commitment  made  to  the  10  million 

Americans  exposed  to  DES.  By  supporting  scientific  inquiry  and  public  education  about 

DES  we  have  the  opportunity  to  respond  to  the  acute  needs  of  the  DES  cxporrd  public— 

as  we  inform  ourselves,  scientifically,  and  guide  ourselves  towards  the  future. 

With  your  help  the  future  will  be  a  future  in  which  we  know  all  that  we  can  know  about 

DES — so  that  a  DES  catastrophe  will  never  happen  again. 
Thank  you  for  your  consideration. 
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STATEMENT  OF  THE  DIGESTIVE  DISEASE  NATIONAL  COALITION 

Mr.  Chairman  and  members  of  the  subcommittee,  thank  you  for  the  opportunity  to 
appear  before  you  today  to  discuss  the  federal  government's  support  for  digestive  disease 
research  conducted  through  the  National  Institute  of  Diabetes,  Digestive  and  Kidney 
Diseases. 

I  am  pleased  to  be  speaking  before  you  today  on  behalf  of  the  Digestive  Disease 
National  Coalition.  The  DDNC  is  comprised  of  twenty-one  voluntary  and  professional 
organizations  concerned  with  the  various  diseases  of  the  digestive  tract.  The  goal  of  the 
Coalition  is  to  improve  the  health  of  the  over  35  million  Americans  who  suffer  from  one  of 
the  many  conditions,  both  acute  and  chronic,  which  effect  the  digestive  tract.  Digestive 
diseases  include  such  disorders  as  gallstones,  ulcers,  inflammatory  bowel  disease,  colorectal 
cancer  and  other  cancers  of  the  digestive  tract,  cirrhosis  of  the  liver,  and  celiac  sprue.  Some 
digestive  disorders  are  the  result  of  congenital  abnormalities.  Each  year,  an  estimated  $17 
billion  is  spent  in  health  care  costs  associated  with  digestive  diseases.  While  this  number 
is  certainly  impressive,  it  is  not  possible  to  accurately  estimate  the  cost  of  the  pain,  suffering, 
and  frustration  which  the  digestive  disease  patient  must  endure  during  their  lifetime. 

Mr.  Chairman,  thanks  to  support  provided  by  this  committee  in  past  years,  the 
NIDDK  has  been  able  to  make  important  advances  in  the  understanding  and  treatment  of 
digestive  diseases  and  improve  the  lives  of  many  digestive  disease  patients.  Recent  scientific 
research  supported  by  the  NIDDK  has  focused  on  ulcer  disease,  including  the  treatment  of 
the  heliobacter  pylori  bacterium,  the  prevention  of  gallstones,  the  effect  of  vitamins  B2  and 
B6  on  infants,  correlations  between  low  fat  diet  and  obesity,  treatment  of  obesity  in  minority 
populations  and  the  effects  of  zinc  deficiency  on  digestion.  All  of  these  programs  have 
demonstrated  promising  results. 

Among  the  many  digestive  diseases  that  were  the  subject  of  increased  attention  from 
legislators  last  year  is  Inflammatory  Bowel  Disease  (IBD).  It  is  presently  estimated  that 
between  1  and  2  million  Americans  suffer  the  severe  abdominal  pain  and  chronic  diarrhea 
which  most  commonly  accompany  IBD.  While  IBD  is  not  life-threatening  in  adults,  it  does 
negatively  impact  an  individual's  quality  of  life  and  productivity.  In  children,  IBD  can  lead 
to  anemia,  stunted  growth  and  delayed  sexual  maturation.  Last  year,  recognizing  the 
devastating  effects  of  IBD,  Congress  appropriated  additional  funding  for  the  fiscal  year  1993 
NIDDK  budget  for  additional  clinical  and  basic  research  into  IBD  and  the  development  of 
a  ten-year  strategic  plan  to  fully  address  the  research  required  to  meet  the  challenges  posed 
by  IBD.  This  strategic  plan  is  expected  to  be  released  to  the  Congress  this  spring  and  we 
eagerly  anticipate  its  release.  This  important  research  will  go  a  long  way  towards  finding 
a  cure  for  this  disease.  This  is  but  one  way  the  Congress  has  positively  affected  digestive 
disease  research  supported  by  NIDDK. 


However,  Mr.  Chairman,  much  more  can  still  be  done  to  address  the  needs  of  the 
nearly  35  million  Americans  suffering  from  digestive  diseases.  The  DDNC  has  identified 
several  areas  of  NIDDK  research  which  have  shown  promising  results  and  warrant  similar 
attention  from  Congress: 

MOI  FCI  JI AR  GENETICS 

Researchers  at  the  NIDDK  are  currently  looking  for  the  gene  responsible  for  Wilson's 
disease  and  hemochromatosis.  Both  of  these  diseases  are  responsible  for  thousands  of  cases 
of  end-stage  liver  disease  each  year.  Researchers  believe  that  if  these  genes  could  be 
accurately  identified,  they  could  be  routinely  screened  in  individuals  throughout  the 
population.  Once  the  gene  was  identified  as  existing  in  a  particular  individual,  treatment 
could  begin  on  that  patient's  liver  immediately,  before  any  permanent  injury  could  occur. 
Therefore,  identification  of  this  gene  could  lead  to  the  prevention  of  liver  disease,  thereby 
saving  thousands  of  lives  and  millions  of  dollars  which  would  have  been  spent  on  treatment. 
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HELIOBACTER  PYLORI  RESEARCH 

Heliobacter  pylori  is  a  bacterium  which  causes  an  infection  in  the  stomach.  Although  this 
bacterium  resides  in  millions  of  Americans,  only  when  triggered  does  heliobacter  pylori 
cause  several  different  types  of  ulcers.  The  bacterium,  when  triggered,  stimulates  the 
overproduction  of  stomach  acid,  thus  leading  to  the  eating  away  of  the  stomach's  sensitive 
inner  lining  and  consequently,  providing  an  environment  for  ulcers  to  form.  Basic  research 
into  this  bacterium  has  focused  on  its  growth  patterns  and  how  its  proliferation  can  be 
blocked.  Clinical  research  has  focused  on  finding  an  effective  treatment  for  the  ulcers  the 
bacterium  causes.  One  interesting  aspect  of  this  disease  that  researchers  have  discovered 
pertains  to  the  return  rate  of  ulcers.  Normally,  patients  receiving  treatment  for  ulcers  have 
a  70%  chance  of  having  them  return  within  one  year.  However,  if  heliobacter  pylori  is 
eradicated  from  the  patient's  body,  the  return  rate  of  ulcers  drops  precipitously. 
Researchers  are  confident  that  ulcers  can  be  prevented  throughout  the  population  if  an 
effective  treatment  for  the  eradication  of  heliobacter  pylori  is  developed.  This  would 
prevent  millions  of  Americans  from  ever  contacting  ulcers  and  save  millions  of  dollars  which 
would  have  been  spent  on  treatment. 


INFLAMMATORY  BOWEL  DISEASE 

Inflammatory  Bowel  Disease  (IBD)  is  an  immune-mediated  disease,  and  is  not  unlike 
rheumatoid  arthritis  and  lupus,  in  that  the  cause  of  the  disease  is  not  known.  Whether  a 
specific  infection  is  a  causative  factor  is  still  unanswerable.  However,  it  is  generally 
accepted  that  the  two  major  inflammatory  bowel  diseases  (Crohn's  disease  and  ulcerative 
colitis)  are  fundamentally  genetic  diseases  with  complex  non-Mendelian  patterns  of 
inheritance.  Researchers  have  hypothesized  that  IBD  may  possibly  be  triggered  by  the 
overproduction  or  underproduction  of  a  particular  substance  due  to  a  genetic  abnormality. 
IBD  is  not  necessarily  life-threatening,  but  it  does  change  the  patient's  life  and  is  usually  a 
major  burden,  causing  chronic  diarrhea  and  intestinal  discomfort.  The  typical  patient  is 
likely  to  undergo  several  surgeries  during  his  or  her  lifetime  in  an  effort  to  alleviate  these 
symptoms.  Current  research  at  NIDDK  is  focused  on  discovering  the  cause  of  the  disease. 
While  it  is  high-risk,  long-term,  research  into  the  human  immune  system,  researchers  have 
yielded  promising  results.  For  example,  several  animal  models  have  been  identified  that 
apparently  suffer  from  a  form  of  IBD.  This  discovery  has  encouraged  scientists  because  they 
can  now  manipulate  the  disease  in  these  models.  By  continuing  to  increase  the  federal 
government's  commitment  to  IBD  research,  Congress  has  assured  that  this  important  long- 
term  research  will  continue. 


LIVER  DISEASE  RESEARCH 

Recent  NIDDK  liver  disease  research  has  focused  on  the  treatment  of  viral  hepatitis.  Viral 
hepatitis  is  a  major  cause  of  liver  disease  and  could  possibly  account  for  up  to  25%  of  all 
liver  transplantations.  New  studies  are  focusing  on  the  drug  interferon  and  4  others  which 
indicate  that  they  may  be  useful  in  combatting  this  life-threatening  disease.  One  interesting 
aspect  of  these  drugs  is  the  fact  that  they  were  originally  developed  in  an  effort  to  combat 
the  symptoms  of  AIDS.  However,  all  have  shown  promise  in  the  treatment  of  viral 
hepatitis,  one  important  byproduct  that  results  from  the  investment  of  basic  and  clinical 
biomedical  research. 

President  Clinton's  budget  request  for  fiscal  year  1994  funding  of  programs  at  the 
National  Institutes  of  Health  includes  a  $4  million  cut  in  the  NIDDK's  budget  when 
compared  to  fiscal  year  1993.  Furthermore,  non-AIDS  related  spending  received  a  cut  of 
$7  million  over  FY93.  Clearly,  NIDDK  will  not  be  able  to  continue  its  fine  work  towards 
alleviating  the  significant  personal  and  financial  burdens  associated  with  digestive  diseases 
with  cuts  of  this  magnitude.  The  Digestive  Disease  National  Coalition  recommends  that  a 
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funding  level  of  $751,436,000  be  provided  for  the  NIDDK  in  fiscal  year  1994.  This 
represents  an  increase  of  approximately  $70  million  over  the  fiscal  year  1993  appropriation. 
Mr.  Chairman  and  members  of  the  subcommittee,  we  understand  the  difficult  budgetary 
constraints  that  this  committee  is  operating  under  at  the  present  time.  We  hope  you  will 
carefully  consider  the  tremendous  benefits  to  be  gained  by  supporting  a  strong  research 
program  at  the  NIDDK. 

In  addition  to  continuing  previously  mentioned  digestive  disease  research,  these 
additional  funds  would  ensure  that  the  NIDDK  has  the  resources  necessary  to  support  other 
basic  and  clinical  research,  the  training  of  basic  and  clinical  digestive  disease  researchers, 
digestive  disease  research  centers  and  mechanisms  for  stimulating  clinical  research 
proposals. 

Mr.  Chairman,  on  behalf  of  the  millions  of  digestive  disease  sufferers,  we  appreciate 
your  consideration  of  the  views  of  the  Digestive  Disease  National  Coalition. 


STATEMENT  OF  DANA  MARQUART,  ON  BEHALF  OF  THE 
DYSTROPHIC  EPIDERMOLYSIS  BULLOSA  RESEARCH  AS- 
SOCIATION OF  AMERICA  INC.  [DEBRA] 

Once  again,  it  is  my  honor  to  present  this  testimony  to  you. 
Since  we  last  spoke,  it  is  my  pleasure  to  say  that  with  NIAMS 
funding,  recent  advances  in  research  have  been  made  in  all  forms  of 
Epidermolysis  Bullosa.  This  was  not  the  case  twenty  two  years  ago. 

On  April  27,  1971  my  mother  was  brought  into  the  hospital  with 
the  anticipation  of  a  new  baby  boy  or  girl.  To  the  best  of  my 
knowledge,  I  don't  believe  my  mother  heard  the  words 
"Congratulations,  it's  a  healthy  baby  girl!"  from  the  doctor  or 
nurse  because  the  sacs  of  fluid  that  hang  from  my  hands  and  feet, 
combined  with  the  sloughing  of  my  skin  prevented  those  words  from 
forming.  Along  with  a  baby  daughter,  my  mother  and  father  were 
also  the  parents  of  uncertainty  as  the  doctors  began  their  efforts 
to  discover  the  birth  defect  that  would  change  our  lives  forever. 

Two  weeks  later,  the  doctors  were  still  looking  for  clues  as 
to  what  might  be  causing  this  strange  skin  abnormality.  Two 
hospitals  and  three  months  later,  my  parents  brought  me  home  with 
a  diagnosis  of  Recessive  Dystrophic  Epidermolysis  Bullosa. 

The  name  of  my  disease  is  as  complicated  as  the  care  and 
attention  it  reguires.  Every  day  my  mother  changes  my  bandages  and 
drains  the  fluid  from  the  blisters  that  result  from  excessive 
friction  to  my  skin,  so  the  blisters  will  not  spread  and  become 
larger.  A  topical  antibiotic  ointment  is  applied  to  the  blisters 
and  open  sores  to  lessen  the  amount  of  infection.  After  this  is 
done,  she  covers  all  my  lesions  with  sterile  Telfa  pads  and  secures 
them  with  a  wrap  of  gauze  bandage  and  paper  tape. 

My  dad  manages  the  sea  of  red  tape  that  also  accompanies  this 
condition.  He  battles  with  insurance  forms  and  medical  claims, 
fights  to  have  my  cases  of  bandages  delivered  from  the  health  care 
service,  he  handles  all  the  hospital  arrangements  if  I  need  surgery 
and  makes  sure  I  have  the  best  doctors  who  are  competent  and  are 
will  informed  about  EB. 

Living  with  Epidermolysis  Bullosa  is  like  fighting  a  losing 
battle  with  n>y  own  body.  Just  when  I  begin  to  notice  an 
improvement  in  my  skin,  the  war  is  declared  once  again  and  I  wake 
up  the  next  morning  with  a  massive  breakdown  of  blisters  and  new 
lesions,  only  to  start  the  process  all  over  again.  If  my  appetite 
begins  to  improve,  my  throat  betrays  me  and  forms  a  blister  so  that 
eating  even  ice  cream  can  be  extremely  painful.   I  have  long  since 
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given  up  the  war  to  regain  the  use  of  my  fingers,  which  have  webbed 
into  a  fist  due  to  scar  tissue.  I  have  had  many  hand  surgeries, 
and  all  attempts  to  free  my  fingers  were  only  temporarily 
successful  and  each  one  lasted  for  a  shorter  period  of  time.  I 
manage  guite  well  without  fingers,  but  sometimes  I  miss  the  times 
when  I  could  grab  anything  I  wanted  and  not  have  to  use  two  hands. 

The  emotional  aspect  of  EB  is  sometimes  worse  than  the 
physical  pain  because  it  robs  a  person  of  their  independence  and 
self  -  esteem.  I  must  rely  on  my  parents  for  practically 
everything  needed  during  the  course  of  daily  living.  Someone  has 
to  dress  me  because  I  lack  the  physical  agility  it  takes  to 
maneuver  a  shirt  and  pants  into  position  and  socks  and  shoes  on  my 
feet.  I  also  cannot  take  a  bath  on  my  own  because  I  have 
difficulty  getting  into  the  bathtub,  and  removing  certain  bandages 
that  I  cannot  reach  or  unwrap.  When  I  eat,  my  food  has  to  be  cut 
for  me.  These  are  only  the  necessities  for  living.  If  I  need  or 
want  to  go  out,  I  must  either  go  with  someone  or  ask  to  be  brought 
there.  Even  if  I  go  out  with  friends,  I  must  ask  my  father  to 
transport  my  motorized  wheelchair  so  I  can  get  around.  Even  though 
it  can  be  done,  it  is  still  very  time  consuming  and  inconvenient. 
I  mentioned  self  -  esteem.  When  I  was  little,  I  used  to  sit  by  the 
window  and  watch  the  neighborhood  children  play  during  the  summer 
from  an  air  -  conditioned  living  room.  Kids  ran  in  and  out  of 
sprinklers,  and  shadows  rode  by  my  house  on  bicycles.  I  watched 
and  sometimes  I  cried  because  I  wished  I  could  be  out  there  with 
them,  but  I  knew  it  would  never  happen.  I  thought  when  I  started 
school  things  would  get  better.  A  lot  of  things  did  improve;  I 
made  friends  and  nobody  made  fun  of  me  because  we  were  all 
handicapped.  Most  of  the  time  I  was  able  to  play  whatever  my 
friends  were  playing,  but  sometimes  the  teacher  would  play  music 
and  everybody  danced.  Obviously,  I  couldn't  participate.  This 
continued  during  gym  class  and  recess  outside  on  nice  days.  Every 
time  I  couldn't  play,  I  was  reminded  that  even  in  a  school  program 
for  the  disabled,  I  was  different.  Once  I  got  into  the  upper 
grades,  it  wasn't  guite  as  bad  but  I  knew  I  never  totally  fit  in. 
EB  took  away  my  childhood. 

In  answer  to  your  thoughts,  no,  I  did  not  forget  to  reguest 
funding  for  NIAMS.  In  today's  world  of  facts  and  figures,  we  often 
make  decisions  based  upon  numbers  and  definitions  scribbled  on  a 
piece  of  paper.  Tangibility  is  something  we  rely  on  too  much. 
Anyone  can  ask  a  gualified  physician  the  definition  of  EB  and  its 
treatment  and  effects.  But  only  the  people  afflicted  with  this 
disease  can  relay  how  it  feels  to  live  with  it.  NIAMS  understands 
the  importance  of  research  from  the  heart  but  must  have  the  money 
in  the  hand.  That  is  why  I  implore  Congress  to  appropriate  an 
increase  of  $50  million  over  the  fiscal  year  '93  budget  for  NIAMS. 
When  the  time  to  consider  this  request  approaches,  do  not  look  to 
a  column  of  numbers,  instead  rely  on  my  testimony  and  know  that  the 
benefits  will  be  immeasurable. 


STATEMENT  OF  JONATHAN  L.  TAYLOR,  PRINCIPAL  CHIEF,  ON 
BEHALF  OF  THE  EASTERN  BAND  OF  CHEROKEE  INDIANS 

Mr.  Chairman  and  Distinguished  Members  of  the  Sub-Committee  on  Labor,  Health  and  Human 
Services,  Education  and  Related  Agencies,  I  am  Jonathan  L.  Taylor,  Principal  Chief  of 
the  Eastern  Bond  of  Cherokee  Indians.  Thank  you  for  providing  me  the  opportunity  to 
submit  testimony.  Our  Tribe  consist  of  10,700  members  and  our  reservation  contains 
56,000  acres.  We  are  located  in  the  western  part  of  the  State  of  North  Carolina, 
directly  adjacent  to  the  Creat  Smoky  Mountain  National  Park. 
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President  Clinton  issued  a  statement  of  support  for  tribal  sovereignty  and  affirmed  his 
intent  to  pursue  government-to-government  relationship  between  the  federal  and  tribal 
governments.  The  President  also  affirmed  that  his  administration  will  give  tribal 
government  say  in  distribution  of  federal  funds  geared  toward  economic  growth, 
universal  access  to  quality,  affordable  health  care,  job  opportunities  and  improved 
education. 

It  is  with  honor  that  I  direct  this  testimony  toward  our  Tribe's  two  most  vital  assets, 
our  youth  and  elders.  Many  complex  issues  and  concerns  have  influenced  services 
provided  to  these  individuals. 

JOB  TRAINING  PARTNERSHIP  ACT  -  Our  Cherokee  JTPA  Program  is  funded  entirely  through  the 
United  Stated  Department  of  Labor,  Division  of  Indian  and  Native  American  Progams.  We 
provide  educational  and  job  training  services  to  economically  disadvantaged  Native 
Americans.  We  are  provided  an  estimated  amount  of  $4500.00  per  on-the-job  trainee. 
This  year  we  spent  an  average  of  $1800.00  per  trainee.  Therefore,  we  placed  three 
times  the  number  of  trainees  in  permanent  jobs  with  our  allocated  funds.  This  year  we 
had  240  applicants  that  couldn't  be  placed  on  the  program  due  to  lack  of  funding.  We 
estimate  a  shortage  of  $600,000  to  adequately  fund  this  program.  There  is  a 
fundamental  need  in  Indian  country  for  jobs  and  economic  development  activities.  On  a 
small  reservation  such  as  ours,  there  are  only  so  many  jobs  to  go  around.  Without 
economic  development  and  regulations  that  encourage  private  sector  companies  from 
relocating  to  the  reservation,  there  will  always  be  more  people  seeking  work  than  there 
are  jobs.  We  currently  maintain  waiting  lists  for  participants  who  want  to  work  or 
attend  school.  It  is  extremely  disheartening  to  deny  someone  an  opportunity  to 
education  and  job  training  when  they  are  initiating  a  desire  to  better  themselves. 

During  our  last  year  Summer  Youth  Program,  we  served  108  students  which  included  higli 
school,  college  students  and  students  who  hod  dropped  out  of  school.  There  was  not 
adequate  funding  to  enroll  all  students  so  we  had  a  waiting  list  of  approximately  45 
applicants. 

As  you  can  see,  we  are  doing  all  we  can  to  maximize  our  resources  to  the  fullest  with  a 
small  staff.  We  utilize  every  effort  that  we  can  by  coordinating  resources  with 
everyone  in  our  community  to  make  sure  that  our  participants  get  the  services  they  need 
to  become  self  supporting.  A  heightened  optimism  exists  in  Indian  Country  today. 
Modern  Indian  tribes  have  made  extraordinary  advances  from  a  situation  that,  just  two 
generations  ago,  seemed  hopeless. 
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This  year  we  faced  proposed  regulations  that  would  cut  out  our  on-the-job  training 
program  and  provide  services  to  only  drop-outs  and  offenders.  It  is  my  recommendation 
that  The  Secretary  of  Labor  immediately  withdraw  the  package  of  new  regulations,  to 
redirect  Indian  programs  under  the  Job  Training  Partnership  Act  (JTPA)  and  should 
proceed  only  with  those  items  clearly  required  by  provisions  of  the  law  directly 
applicable  to  Indian  programs.  All  other  items  should  be  reviewed  in  depth  by  Indian 
grantees  and  the  Administration. 

Congress  should  support  the  JTPA  Indian  program  (Title  IV,  Sec.  A01 )  funding  being 
increased  and  the  recently  authorized  Native  American  Employment  and  Training  Council 
should  be  implemented  by  the  department  of  Labor.  Congress  should  also  encourage  each 
federal  Department,  in  creating  a  partnership  between  tribes  and  Lhe  federal  agencies, 
to  increase  the  employment  of  Indian  people  at  all  levels,  including  policymaking  and 
managerial  levels,  in  offices  with  resources  relevant  to  Indian  development. 
Specifically,  the  Department  of  Labor  should  implement  the  Indian  provisions  of  the 
1902  JTPA  amendments,  which  call  for  special  consideration  for  Indian  people  in  all 
professional  positions  within  a  strengthened  and  reorganized  DOL  Indian  Office.  That 
office  should  be  created  under  Indian  leadership  with  a  direct  relationship  to  the 
Assistant  Secretary  of  Labor  for  Employment  and  Training.  Each  federal  department  and 
agency  should  be  directed  to  develop,  in  consultation  with  Tribes,  a  set  of  initiatives 
to  help  stimulate  development  in  Indinn  communities,  with  special  attention  to  youth 
and  job  opportunities.  They  should  also  develop  an  Indian  policy  statement  outlining 
the  ways  in  which  the  Department  or  agency's  programs  and  activities  will  contribute  to 
the  economic  and  human  development  of  Indian  communities. 

HEAD  START  CENTER  -  The  Qualla  Boundary  Head  Start  Center  is  located  on  the  Qualla 
Boundary.  The  Head  Start  Program  currently  operates  3  Head  Start  Centers  and  1  state- 
subsidized  day  care  facility  that  serves  the  children  of  working  parents.  The  Soco 
Center  currently  serves  55  children  with  a  staff  of  10  employees.  The  Birdtown  center 
serves  50  children  with  8  staff  members.  Our  Big  Cove  center  serves  55  children  with  9 
staff  members.  Each  center  individually  maintains  a  waiting  list  of  children  that 
would  like  to  attend  Head  Start.  Currently,  there  are  approximately  150  children  on 
the  waiting  list.  It  would  require  $500,000  in  additional  funding  to  place  these 
children  in  centers. 

During  the  off-season  (winter  months),  unemployment  rates  on  the  Qualla  Boundary  can 
reach  as  high  as  45Z,  dropping  dramatically  to  5Z  during  the  summer  tourist  season. 
One  third  (33Z)  of  the  Cherokees  10,000  residents  live  in  poverty  as  compared  with  211 
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in  neighboring  Western  North  Carolina  counties.  High  rates  of  alcoholism,  infant 
mortality,  accidents,  high  prevalence  of  diabetes,  obesity,  and  otitus  media  in 
preschoolers,  substantiate  that  Qualla  Boundary  residents  are  an  "at-risk"  population. 
In  addition,  school  absenteeism  rates  sometimes  run  near  40%  and  the  drop-out  rate  is 
close  to  10%. 

To  address  and  begin  to  reverse  these  problems  the  Qualla  Boundary  Head  Start  Program 
must  be  aware  of  all  these  facts  that  we  have  dealt  with  during  the  24  years  we  have 
been  in  operation.  Our  centers  currently  operate  as  a  grantee  program  initiated 
through  the  Eastern  Band  of  Cherokee  Indians.  Funds  in  the  amount  of  $590,000  support 
the  Basic  Grant,  Disability  Services,  Training  Supplement  and  operate  three  head  Start 
Centers.  Our  enrollment  consist  of  160  participants.  This  total  is  within  three 
individual  day  care  centers.  We  operate  one  other  center  known  as  the  Youngdeer  Center 
which  is  a  state-subsidized  day  care  facility,  and  serves  25  children  of  working 
parents,  and  provides  full-day  services. 

The  part-day  children's  program  is  6  hours  per  day,  5  days  per  week,  and  39  weeks  per 
year  at  no  charge  to  eligible  parents.  The  staff  are  fully  employed  8  hours  per  day,  5 
days  per  week,  and  42  weeks  per  year. 

In  the  past,  the  Tribe  has  funded  a  10-week  summer  program  serving  80  children  of 
working  parents,  who  must  pay  a  set  fee  each  week.  However,  future  funding  may  be 
withdrawn  and  Qualla  Boundary  Staff  and  parents  are  desparate  to  secure  full  year 
funding  to  provide  services  during  the  critical  summer  months  when  jobs  are  available. 

We  must  secure  an  educational  future  for  our  children.  Studies  indicate  that  children 
with  a  strong  Head  Start  background  are  further  advanced  and  do  better  when  they  reach 
elementary  school  age.  It  is  for  these  reasons,  that  we  are  asking  for  an  increase  in 
our  allocation  of  Head  Start  funds  so  we  may  serve  all  the  children  of  our  Tribe  who 
desparately  need  to  recieve  social  interaction  skills  and  developmental  skills  to  put 
them  at  the  level  of  their  peers.  We  need  to  make  every  effort  to  insure  that  our 
children  have  what  they  need  to  become  hard  working,  self-sufficient  adults. 

OUF.R  AMERICANS  ACT  -  Congress  has  continually  expressed  its  concern  about  American 
Indians  by  passing  the  1987  Amendments  to  the  Older  Americans  Act  (OAA).  In  Section 
602  of  Title  VI,  Congress  affirmed  that  "older  Indians,  older  Alaskan  Natives  and  older 
Native  Hawaiians  are  a  vital  resource  entitled  to  all  benefits  and  services  available  . 
.  ."  Further,  they  stated,  "it  is  the  purpose  of  this  title  to  promote  the  delivery  of 
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supportive  services  including  nutrition  services  that  are  comparable  to  services 
provided  under  Title  III."  The  provision  of  "comparable  services,"  however,  has  never 
been  possible  due  to  insufficient  funding  for  the  entitlement. 

From  generation  to  generation,  the  Cherokee  heritage,  culture  and  religious  beliefs 
have  been  handed  down  by  our  Senior  Citizens.  Without  them,  we  would  have  lost  the 
knowledge  of  the  Cherokee  language,  cooking,  ancient  lore,  art,  music,  and  religious 
customs.  Our  Tribe  operates  the  Tsali  Manor  which  receives  $88,000  in  funding  per 
year.  We  serve  1,285  Cherokee  elders  and  approximately  200  eligible  non-Indian 
spouses.  There  are  another  300  additional,  non-Indian,  elders  that  we  serve  who  live  in 
Cherokee  at  least  six  months  of  the  year  and  receive  our  services.  For  them,  we 
receive  $20,000  per  year  from  the  State  of  North  Carolina.  The  Tribe  is  left  with  the 
responsibility  of  balancing  the  budget.  Adequate  funding  should  be  provided  for 
service  for  eligible,  non-Indian  elders. 

For  years  now,  various  programs  have  been  initiated  to  provide  high  quality  medical 
care  for  the  elderly.  It  seems  appropriate  that  adequate  funding  should  be  allocated 
to  enhance  medical  care  that  would  allow  the  elders  to  remain  functional,  healthy  and 
productive  members  of  their  families  and  communities. 

Mousing  and  Urban  Development  (HUD)  statutes  preclude  many  Indian  elders  from 
participating  jn  federal  housing  assistance  programs.  Section  202  of  the  National 
Housing  Act  (Public  Law  86-372;73  Stat.  667;  12  U.S.C.  1701q)  assists  private  nonprofit 
corporations,  limited  profit  sponsors,  consumer  cooperative  or  public  bodies  or 
agencies  to  provide  housing  and  related  facilities  for  the  elderly  or  handicapped 
families.  As  part  of  the  United  States  trust  responsibility  to  American  Indians,  a 
certain  amount  of  total  funds  appropriated  for  this  program  needs  to  be  set  aside 
exclusively  for  Indian  elders.  The  Bureau  of  Indian  Affairs  uses  the  criteria  of  "55 
years  or  older"  in  defining  Indian  elderly  for  program  purposes.  In  contrast,  HUD 
housing  statues  define  the  term  "elderly  families"  to  mean  families  which  consist  of 
two  or  more  persons  and  the  head  of  which  (or  spouse)  is  sixty-two  years  of  age  or 
over.  For  HUD  Indian  housing  programs,  it  would  be  less  confusing  if  age  eligibility 
were  the  same  for  two  federal  agencies.  Since  Indian  housing  program  are  specifically 
for  Indians,  it  seems  most  logic  to  adopt  BIA  eligibility  criteria.  This  change  in 
eligibility  from  62  to  55  would  enable  more  Indian  elders  to  participate  in  HUD  housing 
programs. 
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Indian  elders  should  have  access  to  various  federal  ent it lemenl  programs  dealing  with 
Medicare,  Medicaid,  SSI  and  Veterans  Administration.  These  programs  should  expedite 
and  reduce  the  complexity  of  the  application  process,  be  flexible  in  verifying  vital 
statistics)  provide  an  outreach  worker  lo  assist  in  legal  services,  screen  workers  in 
Indian  Country  and  strive  for  accurate  date  for  basing  progrnmatic  functions  and 
funding  allocations. 

A  major  problem  we  face  is  providing  effective  transportation  for  our  elders.  Congress 
should  ensure  the  provision  of  sufficient  funds  to  acquire,  operate,  insure  and 
maintain  vehicles  to  serve  Indian  elder  needs,  including  provisions  for  hydraulic  lifts 
to  serve  handicapped  elders.  This  year  we  faced  a  blizzard  snow  storm  and  51  disabled 
elderly  were  without  power,  heat  and  food  for  many  days.  Our  Tribe  set  up  emergency 
shelters  and  service  through  the  Police  Department,  EMS  and  various  other  Tribal 
organizations.  Since  these  elders  can't  come  out  in  bad  weather,  we  desperately  need 
adequate  transportation  to  send  trained  staff  out  to  take  care  of  them  and  make  sure 
that  their  personal  and  medical  needs  are  fulfilled. 

It  is  indeed  an  honor  to  welcome  our  elders  to  the  workforce  by  implementing  the  Title 
V  Senior  Community  Service  Employment  Programs  (SCSEP).  Congress  should  advocate  for 
increasing  the  funding  for  Title  V  of  the  Older  American  Act.  Our  Tribe  has  already 
placed  9  elders  this  year  and  we  are  out  of  funds.  We  should  support  eliminating  the  . 
age  discrimination  against  Indian  elders  by  reducing  the  age  eligibility  to  55  years  of 
age  in  order  to  be  consistent  with  Department  of  l.abor  criteria  for  defining  elder 
program  participation. 

It  is  our  belief  that  the  elderly  generation  of  Tribal  members  are  considered  to  have 
the  most  wisdom,  understanding  and  knowledge  of  our  cultural  heritage.  Without  them, 
there  wouldn't  be  a  Cherokee  Tribe.  Our  Indian  elders  are  very  respected  by  Tribal 
members  within  the  Cherokee  Communities.  They  have  guided  our  youth  of  today,  who  will 
carry  forward  the  faith  and  envisioned  goals  of  our  elders.  They  will  strive  for  the 
betterment  of  our  Cherokee  people.  Our  youth,  are  as  proud  as  we  are,  to  say,  I  am  an 
American  Indian,  I  am  an  enrolled  member  of  the  Eastern  Band  of  Cherokee  Indians." 

So  again,  Mr.  Chairman,  we  are  expressing  some  heartfelt  burdens  the  Cherokee  s  face 
due  to  budget  restraints  effecting  the  quality  of  education,  medical  services  and 
economic  development  of  the  Cherokee  Tribe.  Your  participation  in  recognizing  tribal 
sovereignty,  upholding  the  federal  trust  responsibility  and  building  a  tribal-federal 
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relationship  based  on  mutual  cooperation  and  respect  will  enhance  the  advancement  of 
our  Tribe. 

In  closing,  Mr.  Chairman  and  Distinguished  Members,  [  would  like  to  extend  my 
appreciation  to  you  for  providing  the  opportunity  for  me  to  present  this  testimony. 
The  Eastern  Band  of  Cherokee  Indians  has  enjoyed  an  extended  and  productive 
relationship  with  Congress  and  this  Sub-Committee  and  we  are  exlromc-ly  grateful  for  the 
support  and  understanding  you  have  provided  to  the  Cherokee  Tribe. 


STATEMENT  OF  THE  EDISON  ELECTRIC  INSTITUTE 

This  statement  is  submitted  on  behalf  of  the  Edison  Electric 
Institute  (EEI)  in  support  of  adequate  funding  for  the  Low-Income 
Home  Energy  Assistance  Program  (LIHEAP) .  EEI  is  the  association  of 
investor-owned  electric  utility  companies.  Our  members  serve  99 
percent  of  all  customers  served  by  the  investor-owned  segment  of 
the  industry.  EEI  members  generate  approximately  78  percent  of  all 
the  electricity  in  the  country  and  provide  electric  service  to  76 
percent  of  the  nation's  ultimate  customers. 

We  would  like  to  commend  the  Chairman  and  the  other  Members  of  this 
Subcommittee  for  their  strong  support  of  LIHEAP.  LIHEAP  is  the 
only  federally  funded  program  which  directly  provides  benefits  to 
help  millions  of  low-income  households,  including  elderly  Americans 
living  on  fixed  incomes,  meet  their  basic  energy  needs.  Home 
energy  assistance  can  include  heating,  cooling  and  crisis  payments, 
and,  in  some  states,  lighting  and  hot  water. 

As  a  percentage  of  income,  low-income  households  continue  to  pay 
three  to  four  times  what  all  households  combined  pay  for 
residential  energy  costs,  11-13  percent  versus  3-4  percent, 
respectively.  Over  70  percent  of  households  who  receive  LIHEAP 
have  annual  incomes  of  less  than  $8,000.  This  program  is  an 
essential  component  of  the  services  which  the  federal  government 
provides  to  this  nation's  poorest  citizens. 

EEI  is  a  member  of  the  LIHEAP  Coalition,  which  is  a  broad-based 
coalition  of  consumer  advocacy  groups,  state  and  local  energy 
offices,  unions  and  industry  which  strongly  support  LIHEAP.  Along 
with  other  members  of  the  Coalition,  we  support  the  funding  level 
of  $1,437  billion  already  appropriated  for  LIHEAP  for  October  1, 
1993,  to  June  30,  1994.  This  represents  the  nine-month  transition 
period  to  the  new  program  year  for  LIHEAP. 

In  addition,  EEI  joins  other  members  of  the  Coalition  in  supporting 
a  minimum  appropriation  of  $1.8  billion  to  cover  LIHEAP's  new 
program  year  from  July  1,  1994,  through  June  30,  1995.  This 
funding  level  is  consistent  with  the  Administration's  FY  1994 
budget  request.  We  oppose  any  delay  in  the  release  of  these  funds 
to  the  states  because  of  the  severe  disruptions  delayed  funding 
creates  in  the  state  programs. 

EEI  also  supports  the  new  program  year  of  July  1  to  June  30  for 
LIHEAP.  Because  the  winter  heating  season  will  fall  squarely  in 
the  middle  of  the  program  year,  states  will  be  able  to  plan  their 
programs  in  advance. 

The  FY  1993  appropriation  level  for  LIHEAP  is  roughly  35  percent 
less  than  the  appropriation  level  of  $2.1  billion  in  FY  1985.   We 
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recognize  that  Congress  has  been  faced  with  difficult  budget 
choices.  However,  only  about  24  percent  of  eligible  households  are 
currently  receiving  LIHEAP  assistance.  The  average  annual  LIHEAP 
benefit  is  only  approximately  $215  out  of  an  average  annual 
household  home  energy  bill  of  $994. 

The  majority  of  EEI's  member  companies  have  established  programs  to 
assist  low-income  families  who  need  help  in  paying  their  energy 
bills.  In  addition  to  special  payment  plans,  many  utilities  help 
their  low-income  customers  obtain  assistance  from  a  variety  of 
private  and  public  sources.  Over  90  EEI  member  companies  have 
gatekeeper  programs  which  offer  special  assistance  to  elderly 
customers  who  are  often  living  on  fixed  incomes.  In  addition, 
utility  companies  provide  48  percent  of  the  funds  for  the  country's 
fuel  funds. 

The  utility  industry  is  committed  to  continuing  its  work  on  behalf 
of  low-income  customers  with  state  and  local  governments, 
regulators,  consumer  advocate  groups  and  social  service 
organizations.  However,  we  recognize  that  LIHEAP  continues  to  play 
an  essential  role  in  low-income  energy  assistance.  We  urge  your 
continued  strong  support  for  LIHEAP  and  ask  this  Subcommittee  to 
appropriate  $1.8  billion  for  LIHEAP  during  the  FY  1995  program 
year. 


STATEMENT  OF  GLENN  A.  FIERST,  ON  BEHALF  OF  THE  FEDERAL 
LABOR  MANAGERS  ASSOCIATION 

Dear  Mr.  Chairman: 

Thank  you  for  the  opportunity  to  present  the  views  and  recommendations  of  the 
Federal  Labor  Managers  Association  on  the  FY  94  budget  request  of  the  Department  of 
Labor. 

Mr.  Chairman,  I  am  Glenn  A.  Fierst,  President  of  Chapter  186  of  the  Federal 
Managers  Association,  our  national  organization.  Our  association  represents  three- 
hundred  fifty  managers  for  the  Department  of  Labor  in  field  offices  around  the  country 
and  the  national  office  in  Washington.  These  individuals  manage  and  supervise  a  wide 
range  of  front-line  operations  within  the  Department,  including  the  enforcement  of 
Federal  laws  governing  the  fair  and  timely  payment  of  compensation,  the  protection  of 
workplace  health  and  safety,  affirmative  action,  the  assurance  of  pension  fund  protection, 
and  the  promotion  of  apprenticeship  opportunity. 

My  full-time  job  is  not  a  representative  of  this  organization,  but  as  a  field  manager 
for  the  Wage  and  Hour  Division,  so  my  testimony  is  based  on  my  direct  observations  and 
contact  with  my  fellow  managers. 

Mr.  Chairman,  our  managers  are  well  aware  of  the  new  Administration's  four 
principles  which  are  to  guide  a  revolution  in  government,  i.e.:  do  more  with  less,  improve 
services  and  expand  opportunity,  listen  to  its  customers  and  empower  the  worker.  It  is  well 
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recognized  that  most  successful  service-oriented  organizations  would  use  these  principles 
as  they  focus  intently  on  their  front-  line  dealings  with  their  customers. 

In  recent  years,  the  leadership  of  the  Department  of  Labor  has  shown  increasing 
interest  in  making  the  Department's  operation  more  "customer  focused"  in  spite  of  the 
downsizing  from  23,000  to  18,000  employees  from  1981  to  the  current  time.  This  has 
involved  efforts  to  assure  that  the  Department  identifies  and  serves  the  foremost  needs  of 
American  workers  and  the  work  place.  A  continued  insistence  on  quality  and  the 
application  of  total  quality  management  principles  has  been  part  of  this  approach, 
recognizing  that  the  Department  is  judged  not  only  by  what  it  does,  but  by  how  well  it  is 
done. 

If  the  Department  is  be  guided  by  the  four  principles  it  must  continue  to  "be  there" 
for  the  125  million  working  men  and  women  of  this  country.  It  must  remain  committed  to 
the  long-standing  mission  of  the  Department:  advancing,  protecting  and  promoting  the 
interest  of  the  American  work  place  and  the  American  worker.  The  pursuit  of  that 
mission,  in  light  of  the  four  principles  outlined,  still  requires  adequate  funding  and  superior 
management,  assuring  that  the  Department  serves  the  public  and  guarantees  that  taxpayer 
dollars  continue  to  be  well-spent. 

Summary  of  FLMA's  Recommendations 

FLMA  has  devoted  considerable  review  and  analysis  of  the  Administration's  1994 
budget  request  for  the  Department  of  Labor.  We  commend  the  Administration  for  its 
request  to  increase  funding  in  the  job  training  area.  We  recognize  that  a  better  trained 
work  force  is  of  critical  importance  to  the  Department  and  the  nation.  At  the  same  time, 
we  arc  again  concerned  about  the  adequacy  of  the  Administration's  request  for  the 
Department's  enforcement  efforts  with  respect  to  labor  standards,  safety  and  health  and 
Federal  contract  compliance.  These  agencies  see  to  it  that  newly  trained  and  retrained 
workers  are  working  within  these  labor  standards  mandated  by  Congress.  Collectively,  the 
Administration  is  requesting  funding  for  224  fewer  employees  in  these  agencies  for  FY 
1994.  We  are  also  concerned  about  the  sufficiency  of  funding  for  the  Department's 
apprenticeship  training  program. 

We  believe  that  seven  agencies  within  the  Department  deserve  an  additional  $65.5 
million  in  funding  for  FY  1993.  This  amount  represents  a  small  increase,  involving  less  than 
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one-tenth  of  one  percent  over  the  Administration's  request  of  $37,565  billion  in  budget 
authority  for  the  Department. 

We  urge  the  Subcommittee  to  provide  additional  funding  to  the  following  agencies: 


AGENCY 

Additional  Funding  (Millions) 

Employment  Standards  Administration 

Wage  and  Hour  Division 

10.50 

Office  of  Federal  Contract  Compliance  Programs 

6.25 

Occupational  Safety  and  Health  Administration 

20.00 

Office  of  Labor  Management  Standards 

2.50 

Mine  Safety  and  Health  Administration 

5.00 

Pension  Welfare  Benefits  Administration 

15.00 

Employment  and  Training  Administration 

Bureau  of  Apprenticeship  and  Training 

6.25 

Total 

65J5 

In   the    remainder   of   our   testimony   will   be   information   supporting   each   of   these 
recommendations. 

Employment  Standards  Administration  -  Wage  and  Hour  Division 

We  recommend  that  the  Wage  and  Hour  Division  of  the  Employment  Standards 
Administration  receive  an  additional  10.25  million  in  its  funding,  above  the  $95.2  million 
level  requested  by  the  Administration. 

District  Directors  of  the  Wage  and  Hour  Division  (WHD)  are  no  longer  confident 
that  they  can  provide  the  level  and  quality  of  service  the  public  expects.  Many  District 
offices  are  without  an  adequate  number  of  managers,  investigators  and  support  staff. 

Increased  funding  is  required,  we  believe,  in  order  to  provide  for  the  hiring  of  an 
additional  250  WHD  employees,  mainly  investigators.  That  number  would  significantly  aid 
in  reducing  the  tremendous  backlog  that  WHD  faces. 

Since  November,  1990,  WHD  has  been  subject  to  a  hiring  freeze,  which  has 
prevented  hiring  at  the  National  Office  or  field  office  level.  The  hiring  freeze  has  severely 
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curtailed  WHD's  ability  to  conduct  legitimate  investigations.  The  District  offices,  out  of 
necessity,  must  conduct  fewer  full  investigations  and  more  conciliations,  self-audits  and 
limited  investigations  in  order  to  keep  their  complaint  backlog  under  control.  These  less 
effective  actions  obviously  have  a  significant  impact  on  compliance  in  the  business 
community.  It  now  takes  an  average  of  ten  months  from  the  time  a  complaint  is  received 
until  it  is  assigned  and  worked  in  a  WHD  field  office.  This  has  a  significant  and  startling 
effect  on  the  back  wage  entitlement  of  an  employee  as  there  is  only  a  two  year  statute  of 
limitations  under  the  Fair  Labor  Standards  Act. 

Inadequate  funding  has  also  prevented  WHD  from  procuring  and  using  computers 
and  electronic  technology  to  offset  the  impact  of  inadequate  staffing. 

Historically,  the  Division  has  employed  over  1000  investigators,  yet  the  current 
number  is  below  850  and  has  continued  to  decline  during  the  hiring  freeze.  The  freeze  will 
continue  in  FY  1994  unless  a  substantial  increase  in  funding  is  forthcoming.  Yet  statutory 
enforcement  responsibilities  have  increased  in  recent  years  with  the  passage  of  additional 
major  legislation,  such  as  the  1989  amendments  to  the  Fair  Labor  Standards  Act  including 
civil  monetary  penalties,  Immigration  Act  of  1990  and  amendments,  and  an  increase  in 
investigation  authority  for  1-9  inspection  and  the  Family  and  Medical  Leave  Act.  This 
latter  statute  may  be  the  "straw  that  broke  the  camel's  back"  due  to  the  complexities  in  the 
law  of  which  the  Congress,  the  Administration  and  the  public  are  only  now  becoming 
aware. 

Thus,  we  believe  an  additional  increase  in  funding  for  the  Wage  and  Hour  Division 
is  necessary  and  well-deserved. 

Employment  Standards  Administration  -  Office  of  Federal  Contract  Compliance  Programs 

As  you  know,  the  mission  of  the  Office  of  Federal  Contract  Compliance  Programs  is 
to  insure  that  Federal  contractors  comply  with  the  equal  opportunity  and  affirmative 
action  terms  of  their  contracts.  OFCCP  has  been  called  upon  to  absorb  their 
proportionate  share  of  ESA's  Administration-requested  cut  of  1 12  employees  in  FY  1994. 

Wc  recommend  that  the  Subcommittee  provide  an  additional  $5.25  million  above 
the  Administration's  funding  request.  This  would  provide  for  the  hiring  of  an  additional 
125  employees,  the  procurement  of  computers,  and  the  provision  of  staff  training.  Unless 
this  is  achieved,  wc  believe  the  agency  will  again  lose  ground. 
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There  needs  to  be  a  strong  increase  in  staffing  at  OFCCP.  The  staffing  levels  have 
declined  dramatically  to  less  than  half  of  what  it  was  in  1978.  Steadily  declining  resources 
erode  the  percentage  of  federal  contractors  investigated  each  year,  which  is  currently  about 
5%. 

Training  for  OFCCP  personnel  in  the  past  also  has  been  meager.  Because  of 
continuous  court  and  Congressional  action,  the  body  of  employment  law  affecting  EEO, 
affirmative  action,  and  the  disabled  is  constantly  changing.  There  has  been  no  training  on 
"glass  ceiling  reviews"  since  this  became  a  national  priority.  Thus,  to  remain  effective  in 
their  dealings  with  their  public,  OFCCP  personnel  must  remain  informed  on  the  state  of 
the  law  and  its  implications.  To  correct  this  disturbing  trend,  we  recommend  $1  million  in 
funding  to  provide  for  a  one-week  national  OFCCP  training  conference,  along  with 
additional  training  opportunities. 

Occupational  Safety  and  Health  Administration 

The  problems  of  under-enforcement  are  just  as  serious  in  the  Occupational  Safety 
and  Health  Administration  (OSHA).  Even  at  this  time  in  our  history,  it  appears  that 
deaths  of  approximately  10,000  workers  each  year,  1.7  million  disabling  injuries  and  the 
diagnosis  of  approximately  390,000  cases  of  occupational  illnesses  is  an  acceptable  way  of 
doing  business. 

During  the  past  three  fiscal  years,  OSHA's  budget  has  ranged  from  $285  to  $296 
million.  The  proposal  by  the  Administration  of  $294.5  million  for  FY  1994  is  still  a  far  cry 
from  what  is  needed  to  provide  what  should  be  an  exemplary  program  which  the  workers 
of  this  nation  deserve. 

We  believe  that  the  satisfaction  of  OSHA's  responsibilities  requires  the  immediate 
hiring  of  300  new  inspectors.  During  the  past  three  years,  OSHA  has  reduced  its 
inspection  staff.  This  decline  represents  an  average  annual  shortfall  of  over  3000  safety  and 
health  inspections.  It  also  impairs  the  promotion  of  voluntary  compliance. 

Every  employer  should  'be  required  to  provide  protection  to  their  employees 
regardless  of  industry  or  size.  Inadequate  OSHA  enforcement  jeopardizes  the  lives  and 
limbs  of  American  workers.  Employers  would  be  encouraged  to  provide  a  safe  and 
healthful  working  environment  if  they  knew  there  was  an  aggressive  agency  monitoring 
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their   safety    and    health    programs   and    providing   technical   assistance    for   voluntary 
compliance. 

OSHA  faces  significant  challenge  in  its  safety  and  health  enforcement 
responsibilities,  particularly  with  respect  to  lead  exposure,  petrochemical  hazards,  and 
crgonomic  vulnerabilities.  Also,  if  enacted,  the  upcoming  OSHA  Reform  Act  will  require 
tremendous  resources  not  currently  available  to  the  agency. 

Well-trained  employees,  again,  are  essential  to  the  efficient  pursuit  of  OSHA's 
mission.  In  this  regard,  we  recommend  the  appropriation  of  $5  million  to  further  maintain 
and  promote  the  effectiveness  of  the  OSHA  Training  Institute. 

Employment  and  Training  Administration  -  Bureau  of  Apprenticeship  and  Training 

We  recommend  an  additional  $6.25  million  to  provide  for  the  hiring  of  150 
employees  in  the  Bureau  of  Apprenticeship  and  Training.  This  funding  would  increase 
BAT  staffing  to  407  FTE's,  the  minimum  necessary  to  perform  the  essential  functions  of 
the  agency.  The  Bureau  provides  a  cadre  of  technicians  strategically  located  in  130  offices 
throughout  the  United  States  to  promote  work  force  skills. 

In  1993,  the  need  for  quality  apprenticeship  programs  remains  strong.  Modern 
apprenticeship  programs  place  qualified  applicants  in  training  programs  for  high-demand 
occupations,  to  the  mutual  benefit  of  employers  and  employees. 

The  retention  of  America's  leadership  in  research  and  development  and  economic 
growth  will  not  be  achieved  without  the  aid  of  apprenticeship  training  and  other  productive 
educational  programs.  The  current  BAT  staff  and  other  resources  arc  simply  inadequate 
to  achieve  those  goals. 

The  BAT  appropriations  increased  by  only  $400,000  in  the  ten  years  from  1981  to 
1991.  This  increase  has  failed  to  keep  pace  with  inflation,  BAT  program  priorities,  and  the 
agency's  maintenance  of  a  skilled  work  force. 

If  the  education  and  training  of  the  total  work  force  continues  to  be  a  priority  in  the 
new  Administration,  then  the  promotion  of  and  resource  investment  in  apprenticeship 
programs  would  partially  address  the  problems  defined  by  the  Secretary. 
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The  restoration  of  $6.25  in  funding  would  allow  for  hiring  in  an  agency  that  is  critical  to 
American  competitiveness  and  the  advancement  of  the  skill  base  of  American  business  and 
industry. 

Pension  and  Welfare  Benefits  Administration 

This  agency  administers  the  Employee  Retirement  Income  Security  Act  of  1974 
(ERISA)  charged  with  protecting  the  retirement  income  and  welfare  benefits  of  America's 
private  sector  work  force.  The  employee  plan  universe  since  1974  has  increased  from 
roughly  300,000  to  900,000  pension  plans,  covering  76,000,000  working  men  and  women 
and  4.5  million  welfare  plans. 

Despite  this  growth  in  the  scope  of  their  mission,  the  PWBA  employment  ceiling  fell 
from  791  to  625  positions  between  1980  and  1993. 

To  further  complicate  the  agency's  work  plan,  the  Administration  has  requested 
additional  cuts  of  26  positions  for  FY  1994.  With  the  necessity  to  conduct  an  increasing 
number  of  civil  and  civil  and  criminal  investigations  along  with  high  volume  work  load, 
more  positions,  rather  than  fewer,  are  needed. 

We  are  requesting  that  the  Administration  restore  the  26  position  cut  and  an 
additional  50  enforcement  personnel  in  FY  1994  to  be  included  in  a  $15  million  increased 
package. 

Employment  Standards  Administration  -  Office  of  Labor  Management  Standards 

We  recommend  an  additional  $2.5  million  for  the  hiring  of  50  employees  in  the 
Office  of  Labor  Management  Standards  (OLMS). 

This  agency  is  responsible  for  ensuring  basic  standards  of  democracy  and  fiscal 
responsibility  in  labor  organizations  representing  employees  in  private  industry. 

With  the  workload  on  the  rise  and  a  shrinking  staff,  OLMS  need  additional  budget 
for  increased  training  to  enhance  investigative  skills  and  program  knowledge. 
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We  recommend  that  the  Subcommittee  sufficiently  fund  OLMS  to  allow  it  to  act 
promptly  on  basic  enforcement  responsibilities  without  adversely  affecting  its  current 
complaint  backlog. 

Mine  Safety  and  Health  Administration 

We  are  recommending  an  additional  $5  million  in  funding  for  the  Mine  Safety  and 
Health  Administration.  Reduced  funding  for  the  agency  has  created  additional  burdens 
for  the  agency  in  reducing  accident  and  fatalities  within  the  mining  industry 

The  workload  and  responsibilities  of  the  agency  have  increased  because  of  their 
obligation  to  establish  an  accountability  program  in  the  coal  and  metal/nonmetal  divisions 
of  the  agency.  Sufficient  funding  for  the  agency  to  equip  their  inspection  force  with 
updated,  state  of  the  art  equipment  including  health  sampling  equipment  is  needed.  In 
most  instances,  private  industry  has  better  equipment  than  the  MSHA  mine  inspectors. 

In  conclusion,  Mr.  Chairman,  we  are  requesting  the  your  Subcommittee  reexamine 
the  funding  provided  to  the  enforcement  side  of  the  Department  of  Labor  and  the  Bureau 
of  Apprenticeship  and  Training.  The  continued  downsizing  of  these  agencies  will  not 
address  the  challenge  of  competitiveness  and  economic  rejuvenation  the  Clinton 
Administration  seeks  to  take  on.  Additional  resources  are  necessary  for  this  pursuit  to 
succeed. 


STATEMENT  OF  FRANK  FITCH,  ON  BEHALF  OF  THE  FEDERATION 
OF  AMERICAN  SOCIETIES  FOR  EXPERIMENTAL  BIOLOGY 

I  am  Frank  Fitch,  Vice  President  of  the  Federation  of  American  Societies  for  Experimental  Biology 
(FASEB),  and  President  of  one  of  FASEB's  constituent  societies,  The  American  Association  of  Immunologists. 
I  represent  43,000  members  of  the  nine  FASEB  societies.  Our  members  work  at  the  cutting  edge  of  basic 
biomedical  research.  The  bulk  of  our  research  Is  funded  through  individual,  investigator-initialed  and  peer- 
reviewed  research  grants,  or  ROls,  awarded  by  the  National  Institutes  of  Health  (NIH). 

On  behalf  of  FASEB,  let  me  thank  you  for  the  strong  support  for  basic  biomedical  research  that  has  been 
provided  by  this  Subcommittee.  The  American  biomedical  enterprise  Is  truly  the  most  successful  in  the  world, 
and  the  work  of  this  Subcommittee  has  made  that  success  possible. 

But  FASEB  also  recognizes  that  the  nation  faces  difficult  problems.  One  of  these  is  the  federal  budget 
deficit.  The  deficit  limits  the  nation's  ability  to  take  decisive  action  against  a  growing  array  of  societal 
problems.  Specifically,  It  prevents  adequate  Investment  In  Important  pay-off  areas  such  as  biomedical  research, 
which  contributes  to  Improved  health  care  and  economic  growth.  Biomedical  research  Is  Important  to  the 
nation's  economy,  providing  the  U.S.  with  world  leadership  in  such  areas  as  biotechnology  and  Ihernpeutic- 
drug  development.  It  also  Is  an  Important  source  of  jobs  at  the  research  Institutions  themselves  and  through 
research  dollars  spread  through  local  and  regional  economies. 

Discussions  about  how  to  ensure  the  future  of  biomedical  research  in  (he  present  fiscal  environment 
played  a  prominent  role  at  the  FASEB  Consensus  Conference  on  Biomedical  Research  Funding  held  in 
November  1992  at  which  time  the  Federation's  funding  recommendations  for  fiscal  1994  were  developed. 
Conferees  Included  representatives  of  all  the  FASEB  societies,  as  well  as  participants  and  observers  from  several 
other  scientific  or  professional  organizations. 
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At  the  conclusion  of  the  meeting,  the  conferees  recommended  a  funding  level  of  $11.75  billion  for  NIH 
in  fiscal  1994.  They  also  recommended  that  NIH,  which  now  includes  the  three  research  Institutes  of  the  former 
Alcohol,  Drug  Abuse  and  Mental  Health  Administration,  should  support  6,800  new  and  competing  grants  and 
14,020  training  positions.  This  statement  will  spell  out  FASEB's  funding  recommendations,  but  first  a  little 
background  is  relevant. 

N1H  is  the  major  source  of  support  for  biomedical  research  in  the  United  States.  The  cornerstone  of  this 
remarkably  successful  biomedical  research  program  has  been  the  individual  investigator-initiated  research 
project  grant.  NIH  funds  research  based  on  the  evaluation  of  the  scientific  merit  of  proposals  submitted  by 
investigators  and  critically  reviewed  by  other  scientists  with  proven  expertise.  In  FY  1992,  prior  to  the  merger 
of  NIH  and  the1  ADAMHA  research  institutes,  the  two  agencies  together  supported  an  estimated  6,800  new  and 
competing  grants.  According  to  a  recent  NIH  estimate,  the  $10.3  billion  FY  1993  appropriation  for  NIH  and 
the  three  ADAMHA  research  Institutes  combined  will  only  fund  a  drastically  reduced  5,634  new  and  competing 
grants. 

History  demonstrates  that  it  is  not  possible  to  predict  which  efforts  in  fundamental  research  will  lead 
to  critical  insights  about  how  to  prevent  and  treat  disease;  therefore,  it  is  essential  to  support  a  sufficient 
number  of  meritorious  grants  in  basic  research  to  capitalize  on  opportunities  to  advance  scientific 
understanding.  FASEB  recognizes  that  during  a  time  of  fiscal  constraint  it  may  be  tempting  to  direct  funding 
to  projects  that  seemed  to  be  likely  to  provide  early  practical  returns,  but  concluded  that  support  for  a  wide- 
ranging  portfolio  of  untargeted  research  is  the  best  investment.  This  approach  provides  the  base  of  knowledge 
from  which  all  new  medical  applications  arise. 

Basic  biomedical  research  benefits  the  nation's  health,  social  well-being  and  economy.  As  my  testimony 
will  demonstrate,  such  research  enables  us  to  Increase  our  understanding  about  life  processes  and  contributes 
to  the  development  of  more  cost-effective  medical  treatments  including  new  drugs  and  biotechnology  products. 
Better  medical  treatments  mean  that  people  who  might  otherwise  have  died,  suffered  prolonged  illness  or 
permanent  disability  Instead  can  lead  fuller  and  more  productive  lives  and  can  continue  to  contribute  to  the 
nation's  economic  and  social  progress. 

Our  concerns  must  be  international  as  well  as  national.  We  have  seen  how  public  health  problems 
increasingly  transcend  national  boundaries.  Diseases  such  as  AIDS  and  tuberculosis  have  become  international 
problems  requiring  research  to  take  on  a  more  global  view.  In  a  recent  article  In  the  FASEB  loumal.  Dr.  Phillip 
E.  Schambra,  Director  of  the  Fogarty  International  Center,  makes  the  point  that  future  national  security  concerns 
"will  encompass  the  collective  welfare  of  the  biosphere  and  inhabitants.  Scientific  solutions  to  such  problems 
as  devastating  viral  diseases,  environmental  pollution  and  famine  will  require  a  coordinated  global  response." 
The  International  area  obviously  is  an  Important  one  for  NIH  to  consider  in  determining  where  to  Invest  its 
research  dollars.  As  Dr.  Schambra  suggests,  "The  challenge  to  our  universities,  federal  laboratories  and 
Industries,  will  be  to  work  effectively  within  a  global  environment." 

Basic  biomedical  research  Is  the  life  blood  of  the  emerging  biotechnology  industry  that  already  employs 
more  than  70,000  Individuals,  generates  revenues  of  some  $6  billion  a  year,  and  has  the  potential  for  much 
greater  growth.  Despite  the  recession,  new  jobs  In  biotechnology  grew  by  13  percent  In  1991-1991  The  United 
States  is  the  world  leader  In  biotechnology  today,  but  maintaining  our  International  primacy  will  require 
enhanced  federal  support  for  basic  research  which  Is  the  foundation  of  the  industry's  advances.  In  addition, 
strong  federal  support  is  needed  to  train  the  young  investigators  who  will  lead  biotechnology  research  in 
academia  and  industry. 

In  order  to  sustain  the  competitive  position  of  biomedical-based  Industries,  basic  research  must  continue 
to  provide  a  stream  of  discoveries  that  can  be  translated  into  new  products.  FASEB  cannot  emphasize  strongly 
enough  that  this  means  providing  adequate  federal  support  for  a  broad  base  of  fundamental  research,  rather 
than  shifting  to  an  emphasis  on  applied  research. 

Advances  in  clinical  medicine  generally  stem  from  a  new  understanding  of  a  fundamental  biological 
problem  or  the  development  of  a  research  technique  often  based  on  untargeted  research.  In  the  overwhelming 
number  of  cases,  the  investigators  carrying  out  the  basic,  untargeted  research  could  not  predict  but  could  only 
imagine  the  practical  consequences  that  would  result  from  their  discoveries.  The  following  outcomes  provide 
some  examples: 

•  Basic  research  In  virology  led  to  the  identification  of  the  Human  Immunodeficiency  Virus  (HIV)  as  the 
cause  of  AIDS  and  the  saving  of  countless  lives  as  a  result  of  screening  the  blood  supply. 

•  Basic  research  on  why  the  body  rejects  foreign  blood  or  organs,  and  what  steps  could  be  taken  to 
minimize  that  rejection,  led  to  the  development  of  successful  techniques  for  blood  transfusions  and 
organ  transplantation. 

•  Basic  research  on  physiological  regulation  of  kidney  functions  by  hormones  such  as  angiotensin  (which 
raises  blood  pressure)  led  to  the  development  of  drugs  that  inhibit  the  enzyme  that  activates 
angiotensin.  These  drugs  have  provided  a  major  Improvement  In  the  treatment  of  hypertension. 

•  Basic  research  on  the  mechanisms  of  blood  coagulation,  including  studies  on  snake  venom  and  bacterial 
products  that  were  far  removed  from  any  apparent  medical  application  other  than  treating  snake  bites 
and  Infection,  led  to  the  development  of  drugs  that  can  rapidly  dissolve  blood  clots  after  they  form  in 
blood  vessels.  Such  thrombolytic  agents  have  been  remarkably  effective  in  rescuing  those  suffering 
acute  heart  attacks. 
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These  examples  of  advances  from  fundamental  research,  and  the  many  more  cited  In  our  Consensus 
Conference  Report,  emphasize  the  Importance  and  benefit  of  supporting  untargeted.  Investigator-initiated 
research. 

Today  we  are  on  the  verge  of  many  significant  biomedical  advances  but  we  must  fill  critical  gaps  in  our 
understanding  of  the  basic  mechanisms  of  human  biology  and  disease. 

In  addition  to  the  well-documented  success  stories  1  have  cited,  other  discoveries  about  fundamental 
life  processes  are  only  beginning  to  show  potential  for  clinical  application.    Examples  include: 

•  Basic  research  on  viruses  that  infect  chickens  made  it  possible  to  determine  how  HIV  replicates. 
Understanding  this  unusual  reproductive  process  opened  the  door  to  developing  drugs  that  can 
selectively  block  replication  of  HIV. 

•  Basic  research  on  how  genes  function,  how  diseases  damage  the  body's  cells  and  organs,  and  how  to 
deliver  healthy  genes  that  can  function  In  place  of  defective  ones  has  provided  the  basis  for  gene 
therapy.  Exciting  clinical  trials  are  underway  using  gene  therapy  to  treat  atherosclerosis,  cystic  fibrosis, 
muscular  dystrophy,  AIDS,  bleeding  disorders,  and  cancer.  The  potential  applications  of  this  field  are 
enormous,  but  intensified  basic  research  efforts  are  required  to  Improve  gene  delivery  systems,  to  assure 
that  the  altered  genes  target  only  the  cells  Intended,  and  to  be  certain  that  the  transplanted  genes  do 
their  jobs. 

•  Basic  research  on  the  structure  and  function  of  proteins  has  made  it  possible  to  begin  to  design  drugs 
using  computer  models  based  on  the  molecular  structure  of  a  virus,  enzyme,  hormone,  etc.  For 
example,  some  scientists  are  using  this  technique  to  develop  ways  to  prevent  the  common  cold  by 
interfering  with  how  the  cold  virus  binds  to  cells.  Several  companies  are  developing  agents  to  inhibit 
the  duplication  of  the  HIV  virus  by  selectively  blocking  the  enzymes  needed  by  the  virus  to  reproduce 
Itself.  Still  other  investigators  are  developing  drugs  to  treat  meningitis,  septic  shock,  rheumatoid 
arthritis  and  lung  diseases  using  what  Is  known  about  protein  molecules  and  inflammatory  pathways. 
Further  research  may  yield  new  generations  of  more  definitive  drug  therapies  that  will  save  lives  and 
reduce  health  care  costs. 

•  Basic  research  on  the  workings  on  the  Immune  system  may  clarify  how  and  why  certain  Immune  cells 
play  a  role  in  the  development  of  several  types  of  cancer. 

•  Basic  research  In  Integrative  sciences  such  as  pharmacology  and  physiology  is  needed  to  apply  the  kinds 
of  findings  mentioned  above  to  whole  organisms  so  that  these  developments  can  be  translated  into 
medical  practice  rapidly  and  safely. 

These  areas  are  only  a  few  of  the  many  exciting  frontiers  of  basic  biomedical  research  that  show 
potential  for  medical  applications. 

These  promising  opportunities,  as  well  as  the  examples  of  established  biomedical  advances  I  have 
touched  on,  all  stem  from  fundamental  research  with  no  short-term  application  In  mind.  It  Is  only  through 
vigorous  support  of  such  basic,  investigator-initiated  research  that  we  can  assure  the  Increased  knowledge 
needed  to  enhance  our  ability  to  prevent  and  treat  disease. 

Despite  our  many  successes,  there  are  areas  of  research  where  far  more  progress  Is  urgent.  For  example: 

•  Efforts  to  control  the  current  epidemic  of  drug-resistant  tuberculosis  are  severely  handicapped  by  the 
limited  understanding  of  why  this  bacterium  Is  so  virulent  and  why  the  Immune  system  Is  unable  to 
cope  with  it. 

•  Approaches  to  the  health  care  problems  posed  by  Alzheimer's  disease  are  limited  by  our  understanding 
of  how  normal  nerve  cells  function  at  the  molecular  and  cellular  levels. 

•  Similarly,  treatment  of  drug  addiction  In  adults  and  for  babies  bom  to  addicted  mothers  has  been 
hampered  because  there  Is  Insufficient  knowledge  of  the  basic  physiology  and  biochemistry  of  nerve 
cell  development  and  repair. 

Development  of  successful  strategies  to  treat  and  cure  osteoporosis  will  require  more  understanding  of 
the  molecular,  cellular,  and  physiological  basis  of  bone  development. 

Advances  In  basic  biomedical  sciences  prevent  disease.  Improve  productivity,  and  reduce  health  care 
costs.  They  also  create  new  industries  and,  most  Importantly,  new  jobs,  and  provide  substantial  benefits  for 
the  American  people.  Maintaining  the  momentum  of  biomedical  advances  requires  continual  investment  in 
basic  research.  Considering  this  and  the  realities  of  the  federal  budget  deficit,  the  FASEB  Consensus  Conference 
recommends  that  the  new  Administration  and  Congress  provide  NIH  with  $11.75  billion  in  Fiscal  Year  (FY) 
1994,  an  increase  of  138  percent  over  the  grossly  inadequate  FY  1993  appropriation.  This  recommendation 
includes  the  three  research  institutes  formerly  housed  within  ADAMHA  and  provides  the  funding  essential 
for  new,  competing,  and  continuation  grants,  training,  clinical  trails.  International  activities  and  other  NIH 
activities. 

To  capture  the  Information  needed  to  produce  advances  In  biomedical  research,  at  least  6,800  new  and 
competing  grants  should  be  awarded  In  the  fiscal  year  starting  October  1,  1993.  This  conservative  total  Includes 
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6,000  NIH  grants,  as  mandated  by  Congress  in  FY  1991  to  ensure  stability  of  the  basic  research  effort,  and  800 
ADAMHA  research  grants. 

FASEB  is  recommending  only  the  minimum  level  of  investment  absolutely  necessary  to  fuel  the 
biomedical  enterprise.  Falling  below  this  level  will  have  serious  consequences  for  our  long-term  capacity  to 
produce  biomedical  progress,  treat  and  cure  disease,  reduce  health  care  costs  through  effective  prevention  and 
treatment,  and  increase  jobs  and  economic  growth.  FASEB  firmly  believes  that  adequate  research  support, 
measured  by  the  number  of  new  and  competing  grants,  is  essential  to  assure  that  the  nation  receives  the  fullest 
measure  of  benefits  from  its  scientific  efforts. 

FASEB  recommends  that  both  non-competing  grant  continuations  and  competing  grant  renewals  should 
be  funded  at  the  levels  that  have  been  determined  by  expert  review  panels  as  needed  to  cany  out  projects. 
This  means  an  end  to  administrative  budget  cuts  made  after  appropriate  project  budgets  have  been  set  by 
knowledgeable  scientific  review  bodies.  Ill-considered  actions  that  would  undermine  the  research  infrastructure 
also  must  be  avoided. 

It  is  also  important  to  continue  research  training.  FASEB  recommends  that  NIH  support  14,020  training 
positions  to  maintain  most  programs  at  their  present  levels,  while  allowing  measured  and  prudent  growth  in 
the  small  Medical  Scientist  Training  Program  (MSTP).  This  program,  which  awards  both  M.D.  and  Ph.D. 
degrees  after  a  rigorous  six-year  course  of  study,  produces  tomorrow's  leaders  in  our  field.  The  MSTP  should 
be  provided  with  funds  to  add  250  trainees  over  the  next  six  years  to  bring  the  total  number  to  1,000  trainees. 
FASEB  also  recommends  much-needed  Increases  In  stipends  for  all  pre-and-postdoctoral  trainees.  Even  with 
these  increases,  the  trainees'  compensation  will  be  modest. 

The  House  Appropriations  Committee  completed  action  on  its  version  of  the  Labor-HHS  funding  bill 
last  week.  The  House  bill  recommends  funding  for  NIH  of  $10,936  billion,  some  5.9%  above  the  FY  93  funding 
level,  and  a  significant  boost  above  the  Administration's  request  of  a  3.2%  Increase.  We  at  FASEB  are  grateful 
to  see  the  House  provide  this  additional  funding,  and  hope  that  the  Senate  will  bear  FASEB's  recommendations 
in  mind  as  it  begins  its  work  on  NIH  funding. 

Even  in  difficult  times  Congress  has  appreciated  the  importance  of  investing  in  basic  research  and  has 
provided  as  much  funding  as  budget  realities  permit.  The  nation's  progress  in  biomedicine  has  been  made 
possible  by  this  congressional  support  and  we  thank  you  for  it. 


STATEMENTS  OF  REV.  WILLIAM  L.  GEORGE,  S.J.,  AND  REV.  T. 
BYRON  COLLINS,  S.J.,  ON  BEHALF  OF  GEORGETOWN  UNIVERSITY 

Mr.  Chairman  and  members  of  the  Committee,  we  are  Rev.  William  L.  George,  S.J.  and  Rev. 
T.  Byron  Collins,  S.J.,  assistants  to  the  president  of  Georgetown  University.  Thank  you  for  the 
opportunity  to  testify  on  the  subject  of  the  Health  Education  Assistance  Loan  Program,  the 
National  Reference  Center  for  Bioethics  Literature,  and  the  Bioethics  Information  Retrieval 
Project. 

(I)  Health  Education  Assistance  Loan  (HEAL) 

The  Health  Education  Assistance  Loan  (HEAL)  remains  an  integral  financial  aid  program  for 
students  at  our  institution.  During  the  1992-93  academic  year,  164  students  representing  over 
30%  of  our  borrowers  have  accessed  the  HEAL  program  with  loans  averaging  over  $13,000  per 
student.  We  have  been  able  to  maintain  our  policy  of  financial  blind  admissions  in  part  due  to 
the  availability  of  the  HEAL  program  for  our  students. 

Though  not  an  inexpensive  institution,  the  Georgetown  University  School  of  Medicine  has 
maintained  the  same  tuition  cost  for  six  years.  However,  living  expenses  and  other  educational 
costs  for  medical  students  have  continued  to  rise.  It  is  therefore  critical  that  the  HEAL  program 
remain  a  strong  and  viable  financing  option  for  students  in  schools  of  medicine  who  need 
financial  aid.  In  this  regard,  we  applaud  and  thank  the  committee  for  not  supporting  previous 
plans  for  a  proposed  phaseout  of  the  HEAL  program. 

We  take  the  issue  of  educational  loan  indebtedness  and  subsequent  repayment  very 
seriously.  In  this  regard,  the  Office  of  Student  Financial  Planning  at  the  Georgetown  University 
School  of  Medicine: 

-  meets  with  over  2,000  candidates  for  admission  each  year  to 
discuss  fiscal  responsibility,  loan  indebtedness  and 
subsequent  repayment,  and  the  effects  of  adverse  credit  on 
educational  loans 
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-  with  the  assistance  of  the  Academic  Dean,  notifies  both 
current  students  as  well  as  graduates  who  are  HEAL  borrowers 
and  who  are  delinquent  on  their  HEAL  repayment  obligations 

(a  practice  which  is  part  of  our  HEAL  default  management  plan) 

-  conducts  detailed  entrance  and  exit  interviews  with  HEAL 
borrowers  to  discuss  these  borrowers'  rights  and 
responsibilities  with  regard  to  the  HEAL  program 

We  are  pleased  that  our  efforts  have  resulted  in  a  current  HEAL  default  rate  of  4.6%, 
a  rate  below  that  which  requires  institutional  participation  in  the  HEAL  risk  sharing  provisions 
which  were  implemented  1  January  1993  as  part  of  the  Health  Professions  Education  Extension 
Amendments  of  1992  (PL  104-208).  With  regard  to  this  recent  legislation,  we  would  like  to 
thank  Congress  for  allowing  students  to  pay  smaller  insurance  premiums  on  their  HEAL  loans 
when  they  attend  institutions  with  low  HEAL  default  rates.  In  addition,  we  commend  Congress 
for  passing  provisions  which  now  allow  borrowers  to  consolidate  their  HEAL  loans  with  loans 
borrowed  through  Title  IV  programs  such  as  the  Federal  Stafford  Loan,  Federal  Supplemental 
Loan  for  Students,  and  Federal  Perkins  Loan. 

These  actions  clearly  show  a  concern  for  our  borrowers,  and  for  that  we  are  most 
grateful.  We  thank  the  committee  for  its  interest  and  support  of  both  our  medical  students  and 
medical  research  programs. 


(2)  National  Reference  Center  for  Bioethics  Literature,  and 

Bioethics  Information  Retrieval  Project 

Kennedy  Institute  of  Ethics,  Georgetown  University 

We  thank  the  Committee  for  its  constant  support  of  two  projects  at  Georgetown 
University  currently  funded  by  the  National  Library  of  Medicine:  a  annual  contract  for  $346,352 
in  funds  for  the  Bioethics  Information  Retrieval  Project,  which  collects  bioethics  information 
(NO  I -LM- 1-3531);  and  a  grant  for  $508,031  in  the  current  year  funds  for  the  National 
Reference  Center  for  Bioethics  Literature,  which  answers  requests  for  information  from  the 
entire  country;  this  grant  is  due  to  expire  on  September  26,  1993  (LM  04492). 

We  are  informed  funds  are  available  for  continuation  of  the  projects  and  we  request 
Committee  support  to  have  them  consolidated.  These  two  projects  are  completely 
interdependent — neither  the  National  Reference  Center  nor  the  Bioethics  Information  Retrieval 
Project  could  function  effectively  without  the  other.  We  believe  it  is  in  the  best  interest  of  both 
programs  to  have  these  interdependent  programs  combined  into  one  contract.  Together  these 
programs  constitute  a  unique,  highly  regarded  and  heavily  used  national  resource  deemed 
essential  by  public  agencies,  research  scholars,  policy  makers,  the  courts  and  the  general  public, 
nationally  and  internationally. 

Through  the  work  of  these  two  projects,  the  world's  literature  in  bioethics  is  classified 
and  indexed.  This  information  is  then  used  to  prepare  BIOETHICSLINE  for  the  National 
Library  of  Medicine,  the  annual  Bibliography  of  Bioethics,  and  to  respond  to  requests  for 
bioethics  information  from  across  the  nation  and  abroad. 

Congress  accurately  foresaw  the  growing  need  to  provide  policy  makers,  health  care 
professionals,  educators,  lawyers,  and  the  general  public  with  access  to  the  bioethics  literature. 
Congress  itself  has  considered  many  bioethical  issues  in  recent  months  including:  fetal  tissue 
transplantation  research,  genetic  testing  and  privacy,  access  to  health  care,  fertility  clinic  success 
rates,  and  the  Patient  Self-Determination  Act.  These  resources  provide  support  for  such  debates. 

The  extensive  usage  of  these  services  is  easily  demonstrated.  Eighteen  annual  volumes 
of  the  Bibliography  of  Bioethics  have  been  published,  and  thousands  of  institutions  and 
individuals  throughout  the  nation  have  used  the  BIOETHICSLINE  database.   BIOETHICSLINE 
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is  made  available  by  the  NLM.    Usage  of  the  database  has  increased  275%  during  the  past 
decade. 

There  is  widespread  and  diverse  interest  in  bioethical  issues  throughout  the  country; 
organizations  in  all  50  states,  the  District  of  Columbia,  and  Puerto  Rico  have  used  the  system 
during  the  past  year.  Attached  is  a  list  of  some  of  the  many  institutions  that  have  used  the 
database  just  during  1992.  In  addition,  several  agencies  of  the  federal  government,  particularly 
within  the  N1H,  as  well  as  officials  of  other  countries,  made  use  of  BIOETHICSLINE  in  1992. 
Finally,  two  CD-ROM  vendors  have  already  leased  or  are  planning  to  lease  BIOETHICSLINE 
from  NLM  for  distribution  via  compact  disc. 

The  NRC,  now  comprising  18,500  volumes  and  100,000  cataloged  articles,  is  open  to 
on-site  researchers  at  least  40  hours  per  week  and  it  extends  its  reference  services  throughout 
the  United  States  and  abroad  via  its  toll-free,  information  hotline  (1-800-MED-ETHX);  its  varied 
publications  program;  and  its  syllabus  exchange,  as  well  as  by  online  computer  access 
world-wide,  eventually  through  the  Internet.  In  1992,  83.6%  of  the  searches  performed  at  the 
NRC  were  for  persons  and  organizations  outside  Georgetown  University. 

The  bioethics  services  at  Georgetown  University  are  fulfilling  the  role  envisioned  by  the 
Congress  and  NLM.  They  represent  singular  resources  unmatched  in  the  world.  It  would  be 
a  tragedy  to  lose  or  to  compromise  these  invaluable  services,  the  need  for  which  Congress  saw 
so  presciently.  I  hope  the  Congress  will  see  fit  to  continue  funding  the  NLM  at  a  level  that  will 
allow  it  to  continue  its  essential  contribution  to  the  field  of  bioethics. 


STATEMENT  OF  JOSEPH  J.  McNULTY,  ON  BEHALF  OF  THE 
HELEN  KELLER  NATIONAL  CENTER  FOR  DEAF-BLIND 
YOUTH  AND  ADULTS 

Mr.  Chairman  and  Members  of  the  Committee.  I  am  Joseph  McNulty,  Director  of 
the  Helen  Keller  National  Center  for  Deaf-Blind  Youths  and  Adults  (HKNC). 

The  President's  budget  for  FY' 1994  appropriations  to  the  Department  of  Education 
includes  $6,741,000  in  funding  for  the  Helen  Keller  National  Center,  an  increase  of 
$177,000  (2.7%)  over  our  FY'93  appropriation  of  $6,564,000. 

While  any  funding  increase  is  appreciated,  the  fact  is  that  HKNC  will  not  be  able  to 
maintain  its  current  programs  at  that  level  of  funding.    We  respectfully  urge  you,  Mr. 
Chairman  and  the  Subcommittee,  to  provide  an  increase  of  $1  million  to  allow  HKNC  to 
meet  the  challenges  it  faces  in  the  coming  year. 

HKNC  has  continued  to  use  its  federal  appropriation  to  enhance  the  lives  of  people 
who  are  deaf-blind.    And  the  population  is  growing.    Today  there  are  nearly  9,000  children 
between  the  ages  of  0  and  22  who  are  identified  as  deaf-blind,  more  children  than  ever 
before.    And  these  children  will  be  in  need  of  HKNC's  services  when  they  "age  out"  of  their 
educational  programming. 

On  the  other  end  of  the  age  spectrum,  the  number  of  older  adults  who  are 
experiencing  age-related  vision  and  hearing  losses  continues  to  grow  rapidly.    HKNC  is 
working  closely  with  professionals  in  the  fields  of  blindness,  deafness,  and  aging  to  ensure 
that  the  needs  of  these  individuals  are  met. 

I. 

The  Helen  Keller  National  Center  was  reauthorized  last  Fall,  as  part  of  the 
Rehabilitation  Act  Amendments  of  1992.    The  law  contains  several  amendments  which 
impose  additional  responsibilities -and  costs~on  HKNC.    A  new  purpose  for  the  Center  was 
added,  requiring  HKNC  to  "train  family  members  of  individuals  who  are  deaf-blind  at  the 
Center  or  anywhere  else  in  the  United  States,  in  order  to  assist  family  members  in  providing 
and  obtaining  appropriate  services  for  the  individual  who  is  deaf-blind". 

Providing  training  and  support  to  families  has  proven  to  be  extremely  effective  in 
enabling  them  to  acquire  appropriate  services  for  people  who  are  deaf-blind,  particularly 
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those  preparing  to  leave  the  educational  system  and  those  who  have  other  disabling 
conditions  such  as  mental  retardation.    For  many  people  who  are  deaf-blind,  the  family  has 
served  as  the  case  manager,  advocate  and,  too  often,  the  primary  care  provider. 

Over  the  past  few  years  HKNC  has  been  assisting  family  members  in  acquiring  the 
skills  needed  to  ensure  that  their  relatives  with  deaf-blindness  will  receive  the  services  to 
allow  them  to  live  and  work  in  the  community.    Currently  there  are  parent  organizations  in 
twenty-eight  states  and  Puerto  Rico  who  are  receiving  support  from  HKNC.    The  National 
Parent  Network's  Newsletter  goes  out  to  nearly  2000  parents.    Unfortunately,  plans  to  hire  a 
full  time  staff  person  to  coordinate  this  program  were  put  off  due  to  inadequate  funding. 

II. 

In  section  206  of  the  HKNC  Act,  the  definition  of  deaf-blindness  was  expanded  to 
include  individuals  with  a  progressive  vision  and/or  hearing  loss  leading  to  blindness  and/or 
deafness  as  well  as  individuals  who  cannot  be  tested  by  traditional  methods  but  are 
functioning  as  deaf-blind. 

The  expanded  definition  of  deaf-blindness  opens  the  rehabilitation  system  up  to 
greater  numbers  of  individuals  who  are  deaf-blind.    At  the  same  time,  the  Rehabilitation 
Services  Administration's  coding  system,  which  identifies  an  individual's  major  and 
secondary  disabling  conditions,  has,  for  the  first  time,  listed  deaf-blindness  as  a  single 
disability.    This  identification  of  the  individual  as  deaf-blind  from  the  time  he/she  applies  for 
services  should  greatly  enhance  the  person's  ability  to  receive  appropriate  services. 

Last  June,  a  cooperative  agreement  was  signed  by  the  Rehabilitation  Services 
Administration  (RSA),  the  Council  of  State  Administrators  of  Vocational  Rehabilitation 
(CSAVR),  HKNC,  and  the  American  Association  of  the  Deaf-Blind  (AADB).    The 
agreement  is  designed  to  set  up  a  model  state  plan  to  provide  services  to  people  who  are 
deaf-blind. 

In  order  to  implement  these  three  requirements,  the  expanded  definition  of  deaf- 
blindness,  the  recognition  of  deaf-blindness  as  a  single  disability,  and  the  development  of  a 
state  wide  approach  to  serving  people  who  are  deaf-blind.  Congress  must  provide  the  funds 
to  conduct  a  thorough  demographic  study  of  the  deaf-blind  population  in  the  United  States. 
With  such  support,  HKNC  will  be  in  a  position  to  begin  to  establish  and  maintain  a  national 
registry  of  individuals  who  are  deaf-blind   -  a  vitally  important  project,  the  purpose  of  which 
will  be  to  ensure  that  all  deaf-blind  Americans  receive  the  services  they  need. 

III. 

During  last  year's  re-authorization  of  HKNC,  Section  208  created  an  endowment, 
providing  for  a  federal  match  of  the  funds  put  into  the  endowment.    I  am  requesting 
that  $50,000  be  set  aside  for  FY  1994  to  be  used  to  match  non-government  monies  put  into 
the  endowment. 

rv. 

The  curriculum  at  HKNC's  rehabilitation  training  program  has  undergone  dramatic 
changes.    The  work  experience  department  has  been  expanded  to  provide  virtually  every 
student  with  a  variety  of  work  sites  both  on  and  off  campus.    A  second  placement  specialist 
has  been  hired  to  secure  appropriate  job  placements  for  students  in  their  home  community 
upon  completion  of  training  at  HKNC. 

A  program  was  designed  specifically  to  meet  the  needs  of  those  individuals  with 
disabling  conditions  in  addition  to  their  deaf-blindness.    Staff  were  hired  to  provide  these 
students  with  training  on  a  one  to  one  basis,  seven  days  a  week.    The  result  has  been  a 
remarkable  decrease  in  behavioral  problems,  improvement  in  the  rate  of  skill  acquisition,  and 
a  greater  success  rate  in  securing  vocational  and  residential  placements  for  them. 

To  continue  to  meet  the  needs  of  the  individuals  being  served  in  the  training  program, 
two  critical  positions  must  be  added:    a  Coordinator  of  the  Vocations  Services  department 
and  another  Staff  Interpreter.    The  interpreter  position  is  extremely  important  to  enable  the 
deaf-blind  individual  to  have  reasonable  access  to  the  job  site,  meet  with  a  prospective 
employer,  and  otherwise  interact  with  the  external  environment 
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The  HKNC  affiliate  network  has  continued  to  expand  to  where  it  now  includes  thirty- 
six  agencies.    The  purpose  of  the  program  is  to  provided  financial  and  technical  assistance  to 
state  and  local  agencies  to  enable  them  to  serve  people  who  are  deaf-blind.    In  the  current 
program  year,  the  affiliated  agencies  are  receiving  $300,000  from  HKNC  and  will  serve 
approximately  2900  individuals  who  are  deaf-blind.    An  additional  $100,000  would  enable 
the  Center  to  fund  at  least  two  new  programs  next  year,  permitting  us  to  serve  an  additional 
400  people. 

VI 

With  the  passage  of  the  Americans  With  Disabilities  Act  there  is  considerable 
pressure  on  architects,  contractors,  employers,  governments,  and  public  accommodations  to 
be  in  compliance  with  the  law  and  regulations.    As  a  national  program,  HKNC  is  often 
visited  by  consumers,  advocates  and  professionals  for  advice  and  suggestions  on  how  to 
properly  modify  the  environment  for  a  person  who  is  deaf-blind. 

Much  technology  has  been  developed  and  many  important  innovations  to  assist 
disabled  individuals  and  remove  environmental  barriers  have  evolved  since  the  Center  was 
constructed  a  quarter  century  ago.  We  have  not  had  the  resources  to  upgrade  our  facilities, 
and  our  buildings  are  no  longer  "state  of  the  art"  as  far  as  accessibility  is  concerned. 

Since  hundreds  of  people  come  to  HKNC  each  year  for  seminars,  workshops  and 
internships  it  is  important  that  the  Center  serve  as  a  model  site  for  accessibility.    We  request 
a  one  time  appropriation  to  bring  the  Center  up  to  current  standards.    Recommended  changes 
include  an  upgrading  of  the  smoke  and  heat  detection  system  to  include  improved 
audio/visual  alarms,  and  changes  in  exterior  doors  to  provide  for  general  building 
access. 

Mr.  Chairman  and  Members  of  the  Committee,  I  am  Joseph  McNulty,  Director  of 
the  Helen  Keller  National  Center  for  Deaf-Blind  Youths  and  Adults  (HKNC). 

The  President's  budget  for  FY  1994  appropriations  to  the  Department  of  Education 
includes  $6,741,000  in  funding  for  the  Helen  Keller  National  Center,  an  increase  of 
$177,000  (2.7%)  over  our  FY'93  appropriation  of  $6,564,000. 

HKNC  will  not  be  able  to  maintain  its  current  programs  at  that  level  of  funding.    We 
respectfully  urge  you,  Mr.  Chairman  and  the  Subcommittee,  to  provide  an  increase  of  $1 
million  to  allow  HKNC  to  meet  the  challenges  it  faces  in  the  coming  year.    The  additional 
money  will  be  used  to: 

-  increase  HKNC's  support  to  parents  and  families  of  individuals  who  are  deaf- 

blind; 

-  conduct  a  national  survey  to  identify  people  who  are  deaf-blind  and  the 

services  they  need; 

-  expand  the  Center's  vocational  training  program  which  prepares  people  who 

are  deaf-blind  to  work  in  the  community; 

-  and  provide  seed  money  to  state  and  local  agencies  to  enable  them  to  serve 

individuals  who  are  deaf-blind  in  their  local  communities. 
As  part  of  the  request,  we  ask  $50,000  to  begin  the  endowment  program  authorized  by  the 
Rehabilitation  Act  Amendments  of  1992,  and  $300,000  to  defray  the  cost  of  making  HKNC 
facilities  fully  accessible  under  ADA,  to  serve  as  a  model  for  the  nation. 

HKNC  has  continued  to  use  its  federal  appropriation  to  enhance  the  lives  of  people 
who  are  deaf-blind.    And  the  population  is  growing.    Today  there  are  nearly  9,000  children 
between  the  ages  of  0  and  22  who  are  identified  as  deaf-blind,  more  children  than  ever 
before.    And  these  children  will  be  in  need  of  HKNC's  services  when  they  "age  out"  of  their 
educational  programming. 

On  the  other  end  of  the  age  spectrum,  the  number  of  older  adults  who  are 
experiencing  age-related  vision  and  hearing  losses  continues  to  grow  rapidly.    HKNC  is 
working  closely  with  professionals  in  the  fields  of  blindness,  deafness,  and  aging  to  ensure 
that  the  needs  of  these  individuals  are  met. 
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The  Helen  Keller  National  Center  was  reauthorized  last  Fall,  as  part  of  the 
Rehabilitation  Act  Amendments  of  1992.    The  law  contains  several  amendments  which 
impose  additional  responsibilities-and  costs-on  HKNC.    A  new  purpose  fnr  th<-  f>ntf>r  was 
added,  requiring  HKNC  to  "train  family  members  of  individuals  who  are  deaf-blind  at  the 
Center  or  anywhere  else  in  the  United  States,  in  order  to  assist  family  members  in  providing 
and  obtaining  appropriate  services  for  the  individual  who  is  deaf-blind". 

Providing  training  and  support  to  families  has  proven  to  be  extremely  effective  in 
enabling  them  to  acquire  appropriate  services  for  people  who  are  deaf-blind,  particularly 
those  preparing  to  leave  the  educational  system  and  those  who  have  other  disabling 
conditions  such  as  mental  retardation.    For  many  people  who  are  deaf-blind,  the  family  has 
served  as  the  case  manager,  advocate  and,  too  often,  the  primary  care  provider. 

Over  the  past  few  years  HKNC  has  been  assisting  family  members  in  acquiring  the 
skills  needed  to  ensure  that  their  relatives  with  deaf-blindness  will  receive  the  services  to 
allow  them  to  live  and  work  in  the  community.    Currently  there  are  parent  organizations  in 
twenty-eight  states  and  Puerto  Rico  who  are  receiving  support  from  HKNC.    The  National 
Parent  Network's  Newsletter  goes  out  to  nearly  2000  parents.    Unfortunately,  plans  to  hire  a 
full  time  staff  person  to  coordinate  this  program  were  put  off  due  to  inadequate  funding. 
An  additional  $75.000  will  enable  the  Center  to  fill  this  position  and  cover  the  transportation 
costs  needed  to  bring  the  leaders  of  the  state  parent  teams  together  for  training. 

II 

In  section  206  of  the  HKNC  Act,  the  definition  of  deaf-blindness  was  expanded  to 
include  individuals  with  a  progressive  vision  and/or  hearing  loss  leading  to  blindness  and/or 
deafness  as  well  as  individuals  who  cannot  be  tested  by  traditional  methods  but  are 
functioning  as  deaf-blind. 

The  expanded  definition  of  deaf-blindness  opens  the  rehabilitation  system  up  to 
greater  numbers  of  individuals  who  are  deaf-blind.    At  the  same  time,  the  Rehabilitation 
Services  Administration's  coding  system,  which  identifies  an  individual's  major  and 
secondary  disabling  conditions,  has,  for  the  first  time,  listed  deaf-blindness  as  a  single 
disability.    This  identification  of  the  individual  as  deaf-blind  from  the  time  he/she  applies  for 
services  should  greatly  enhance  the  person's  ability  to  receive  appropriate  services. 

Last  June,  a  cooperative  agreement  was  signed  by  the  Rehabilitation  Services 
Administration  (RSA),  the  Council  of  State  Administrators  of  Vocational  Rehabilitation 
(CSAVR),  HKNC,  and  the  American  Association  of  the  Deaf-Blind  (AADB).    The 
agreement  is  designed  to  set  up  a  model  state  plan  to  provide  services  to  people  who  are 
deaf-blind. 

In  order  to  implement  these  three  requirements,  the  expanded  definition  of  deaf- 
blindness,  the  recognition  of  deaf- blindness  as  a  single  disability,  and  the  development  of  a 
state  wide  approach  to  serving  people  who  are  deaf-blind.  Congress  must  provide  the  funds 
to  conduct  a  thorough  demographic  study  of  the  deaf  blind  population  in  the  United  States. 
With  such  support,  HKNC  will  be  in  a  position  to  begin  to  establish  and  maintain  a  national 
registry  of  individuals  who  are  deaf-blind    -  a  vitally  important  project,  the  purpose  of  which 
will  be  to  ensure  that  all  deaf-blind  Americans  receive  the  services  they  need. 
Implementation  will  require  an  additional  $75.000  in  FY  1994. 

Ill 

During  last  year's  re  authorization  of  HKNC,  Section  208  created  an  endowment, 
providing  for  a  federal  match  of  (he  funds  put  into  the  endowment.    We  request  that  $50.000 
be  added  to  the  appropriation  for  FY  1994  and  separately  identified  to  be  used  to  match  non- 
governmental monies  put  into  the  endowment. 

IV 

The  curriculum  at  IIKNC's  rehabilitation  training  program  has  undergone  dramatic 
changes.    The  work  experience  department  has  been  expanded  to  provide  virtually  every 
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student  with  a  variety  of  work  sites  both  on  and  off  campus.    A  second  placement  specialist 
has  been  hired  to  secure  appropriate  job  placements  for  students  in  their  home  community 
upon  completion  of  training  at  HKNC. 

A  program  was  designed  specifically  to  meet  the  needs  of  those  individuals  with 
disabling  conditions  in  addition  to  their  deaf-blindness.    Staff  were  hired  to  provide  these 
students  with  training  on  a  one  to  one  basis,  seven  days  a  week.    The  result  has  been  a 
remarkable  decrease  in  behavioral  problems,  improvement  in  the  rate  of  skill  acquisition,  and 
a  greater  success  rate  in  securing  vocational  and  residential  placements  for  them. 

To  continue  to  meet  the  needs  of  the  individuals  being  served  in  the  training  program, 
two  critical  positions  must  be  added:    a  Coordinator  of  the  Vocations  Services  department 
and  another  Staff  Interpreter.    The  interpreter  position  is  extremely  important  to  enable  the 
deaf-blind  individual  to  have  reasonable  access  to  the  job  site,  meet  with  a  prospective 
employer,  and  otherwise  interact  with  the  external  environment.    These  positions  will  require 
the  investment  of  $100.000. 

V 

The  HKNC  affiliate  network  has  continued  to  expand  to  where  it  now  includes  thirty- 
six  agencies.    The  purpose  of  the  program  is  to  provided  financial  and  technical  assistance  to 
state  and  local  agencies  to  enable  them  to  serve  people  who  are  deaf-blind.    In  the  current 
program  year,  the  affiliated  agencies  are  receiving  $300,000  from  HKNC  and  will  serve 
approximately  2900  individuals  who  are  deaf-blind.    An  additional  $100.000  would  enable 
the  Center  to  fund  at  least  two  new  proerams  next  year,  permitting  us  to  serve  an  additional 
400  people. 

VI 

With  the  passage  of  the  Americans  With  Disabilities  Act  there  is  considerable  pressure 
on  architects,  contractors,  employers,  governments,  and  public  accommodations  to  be  in 
compliance  with  the  law  and  regulations.    As  a  national  program,  HKNC  is  often  visited  by 
consumers,  advocates  and  professionals  for  advice  and  suggestions  on  how  to  properly 
modify  the  environment  for  a  person  who  is  deaf-blind. 

Much  technology  has  been  developed  and  many  important  innovations  to  assist 
disabled  individuals  and  remove  environmental  barriers  have  evolved  since  the  Center  was 
constructed  a  quarter  century  ago.  We  have  not  had  the  resources  to  upgrade  our  facilities, 
and  our  buildings  are  no  longer  "state  of  the  art"  as  far  as  accessibility  is  cc  cerned. 

Since  hundreds  of  people  come  to  HKNC  each  year  for  seminars,  wr  kshops  and 
internships  it  is  important  that  the  Center  serve  as  a  model  site  for  accessibility. 
Recommended  changes  include  an  upgrading  of  the  smoke  and  heat  detection  system  to 
include  improved  audio/visual  alarms,  and  changes  in  exterior  doors  to  provide  for  general 
building  access.    We  request  a  one-time  appropriation  of  $300.000  to  bring  t.  :  Center  up  to 
current  standards. 

VII 

HKNC's  FY'93  operating  budget  is  nearly  $8.5  million.    A  cost-of-living  increase  of 
3.5%,  of  3.5%,  or  $300,000,  is  needed  to  allow  the  Center  to  maintain  its  current 
operations. 

In  the  past,  this  Committee  has  been  supportive  of  the  needs  of  individuals  with  the 
most  severe  combination  of  disabilities  -  deaf-blindness.  We  urge  you  to  maintain  this  modest 
but  essential  investment  with  an  appropriation  of  $7.5  million  for  FY  1994. 


STATEMENT  OF  MARTIN  L.  STEPHENS,  ON  BEHALF  OF  THE 
HUMANE  SOCIETY  OF  THE  UNITED  STATES 

On  behalf  of  the  American  Humane  Association  (AHA) ,  The 
Humane  Society  of  the  United  States  (HSUS) ,  and  the  Massachusetts 
Society  for  the  Prevention  of  Cruelty  to  Animals  (MSPCA) ,  I 
appreciate  the  opportunity  to  testify  on  the  FY94  appropriation 
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for  the  National  Institutes  of  Health's  National  Institute  of 
Environmental  Health  Sciences  (NIEHS) .   We  are  three  of  the 
nation's  largest  animal  protection  organizations,  with  a  combined 
membership  of  over  3  million. 

The  NIEHS  is  emerging  as  a  key  player  in  the  scientific 
community's  efforts  to  reduce  the  use  of  animals  in  toxicity 
testing  by  developing  "alternative"  methods.   Other  players  in 
this  effort  include  private  industry,  academia,  animal  protection 
organizations,  as  well  as  other  government  agencies.   Individuals 
and  organizations  in  all  of  these  disparate  segments  of  society 
are  committed  to  making  safety  testing  more  humane  by  developing 
methods  that  can  reduce  and  sometimes  even  replace  animal  use. 
These  alternative  methods  include  "in  vitro"  techniques,  computer 
models,  microorganisms  and  other  nonsentient  organisms,  chemical 
methods,  and  other  techniques.1 

Unfortunately,  progress  in  advancing  the  science  of 
alternative  methods  has  been  hampered  by  lack  of  leadership. 
The  AHA,  HSU8,  and  M8PCA  urge  this  Subcommittee  to  appropriate  an 
additional  $1.5  million  to  enable  the  NIEHS  to  assume  a 
leadership  position  in  advancing  alternative  methods. 

Much  of  the  NIEHS 's  work  in  this  area  would  be  conducted  by 
the  National  Toxicology  Program.   Although  the  NTP  was  conceived 
as  an  interagency  program,  the  NTP's  budget  now  comes  almost 
exclusively  from  the  NIEHS.   Moreover,  the  director  of  the  NIEHS, 
Dr.  Kenneth  Olden,  is  also  director  of  the  NTP.   Dr.  Olden  is 
seeking  to  expand  the  NTP's  role  in  advancing  the  science  of 
alternative  methods.   He  made  alternative  methods  one  of  the 
NIEHS 's  top  ten  priorities  for  FY93.   The  NIEHS 's  statement  of 
priorities  affirmed  that  "the  Institute  is  strongly  committed  to 
support  of  research  aimed  at  reducing  the  use  of  animals  in 
testing  or  validation  of  the  use  of  nonmammalian  species  in 
testing. " 

Dr.  Olden  has  also  demonstrated  his  interest  in  alternative 
methods  by  asking  the  NTP  Board  of  Scientific  Counselors  (the 
primary  scientific  oversight  body  for  the  NTP)  to  review  the 
NTP's  role  in  developing  and  validating  "alternate"  assays  that 
may  reduce  the  need  for  long-term  testing  in  animals.  In 
referring  to  alternative  methods,  the  Board  concluded  that  the 
NTP  "should  foster  the  development  and  validation  of  new  test 
systems."2   The  NTP  draft  response  to  the  Board's  report  states 
that  the  "Program  agrees  with  the  Board  that  the  NTP  should 
continue  to  foster  the  development  and  validation  of  new  test 
systems  and  should  be  involved  in  interagency  coordination 
efforts  to  develop  and  use  such  systems."3 

The  NIEHS/NTP's  expanding  role  in  the  alternatives  arena  is 
supported  not  only  by  the  NIEHS/NTP  leadership  and  the  NTP  Board 
of  Scientific  Counselors,  but  also  by  the  animal  protection 
community  and  many  in  private  industry  and  academia.   The  AHA, 
HSUS,  and  MSPCA  have  been  working  with  the  NTP  on  this  issue  for 
several  years. 


'See  Office  of  Technology  Assessment,  Alternatives  to  Animal 
Use  in  Research.  Testing,  and  Education.  Government  Printing 
Office,  Washington,  D.C.,  February,  1986. 

'Federal  Register.  July  17,  1992,  pp.  31721-31730. 
^Federal  Register.  Dec.  24,  1992,  pp.  61439-61444. 
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The  Congress  has  also  been  supportive  of  alternative  methods 
and  of  the  NTP's  work  in  this  area.   We  have  been  particularly 
pleased  with  the  receptivity  of  the  members  of  both  the  House  and 
Senate  Appropriations  Committees  who,  for  the  last  three  years, 
have  recognized  the  importance  of  developing  better  toxicity 
tests  and,  in  two  of  the  last  three  years,  have  approved 
additional  funds  to  further  this  activity. 

The  requested  additional  appropriation  for  FY94  would  cover 
the  costs  of  the  following  initiatives: 

1.  Consensus  Conference  on  New  Methods  ($45,000) — The 
purposes  of  this  conference  would  be  to  (i)  examine  the  level  of 
consensus  on  the  strengths  and  weaknesses  of  existing 
toxicological  methods  and  (ii)  assess  the  level  of  support  for 
new,  alternative  methods  and  the  problems  that  still  have  to  be 
resolved  before  such  methods  are  deemed  acceptable  for  use.   This 
initiative  should  begin  by  addressing  the  process  of  evaluating 
toxicological  methods. 

2.  Establishment  of  an  Acute  Toxicity  Laboratory  ($450,000 
per  year) — The  language  of  the  NIH  Revitalization  Act  (see  below) 
calls  for  the  NIEHS  to  develop  expertise  in  acute  toxicity,  which 
would  complement  the  Institute's  expertise  in  chronic  toxicity. 
The  requested  appropriation  would  enable  the  NIEHS  to  develop 
such  a  lab. 

3.  Workshops  on  Validation  of  New  Methods  ($50,000  per 
year) — "Validation"  is  the  process  by  which  new  methods  are 
established  as  acceptable  for  particular  purposes.   New  methods 
must  first  be  evaluated  in  multiple  laboratories  using  a  variety 
of  chemicals  before  they  can  replace  existing  animal  tests.   What 
constitutes  adequate  validation  and  how  to  conduct  such  an 
endeavor  are  current  stumbling  blocks  to  the  replacement  of 
animal  tests.   The  requested  appropriation  would  allow  the  NIEHS 
to  conduct  two  workshops  per  year  on  the  subject. 

4.  Establishment  of  Validation  Program  ($1,000,000) — 
National  validation  programs  are  particularly  needed  in  the  area 
of  acute  toxicity  and  irritancy,  where  many  alternative  methods 
have  been  developed  but  not  yet  fully  evaluated.   Part  of  the 
NTP's  effort  in  the  validation  area  should  be  the  establishment 
of  a  chemical  bank.   Such  a  bank  would  contain  reference 
chemicals  whose  identification,  purity,  and  availability  are 
guaranteed.   The  NTP  already  has  chemical  banks  that  supply 
scientists  with  reference  chemicals.   The  requested  appropriation 
would  enable  the  NTP  to  establish  a  validation  program  and  apply 
its  chemical  bank  capability  to  this  new  role. 

These  initiatives  would  help  the  NIEHS  satisfy  several 
provisions  in  the  National  Institutes  of  Health  Revitalization 
Act.   This  Act,  which  both  the  House  and  Senate  have  passed  and 
which  the  President  is  expected  to  sign,  calls  upon  the  NIEHS  to 
establish  a  program  that  would: 

...to  develop  and  validate  assays  and  protocols, 
including  alternative  methods   that   can  reduce  or  eliminate 
the   use  of  animals   in  acute  or  chronic  safety   testing; 

to  establish   criteria  for  the  validation   and  regulatory 
acceptance  of  alternative   testing  and   to  recommend  a  process 
through  which  scientifically  validated  alternative  methods 
can   be  accepted  for  regulatory  use; 

to   communicate   the   results   of  research    to   government 
agencies,    to  medical,    scientific,    and  regulatory 
communities,    and   to   the  public;    and 

to  integrate  related  activities  of  the  Department   of 
Health  and  Human  Services.    (Title  XIII,  §  1301) 
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In  sum,  this  Act  calls  upon  the  NIEHS  to  significantly 
expand  its  role  in  the  area  of  alternative  testing  methods. 
Given  its  commitment  to  such  methods,  the  Institute  should 
welcome  this  expansion  if  given  the  necessary  funding. 
Unfortunately,  such  funding  was  lacking  last  year.   The  NTP  noted 
that  the  "1992  Congressional  appropriations  supported  the 
development  of  alternative  test  systems  by  the  NTP  but  the  level 
of  support  doesn't  afford  a  larger  role  in  the  field  for  the 
NTP"".   We  are  hopeful  that  this  Subcommittee  will  allow  the 
NIEHS  to  assume  that  role  in  FY94. 

Thank  you  for  the  opportunity  to  testify  in  support  of 
greater  federal  involvement  in  the  search  for  better,  more  humane 
methods  of  testing  potentially  dangerous  chemicals. 


"Federal  Register.  Dec.  24,  1992,  p.  61443,  emphasis  added. 


STATEMENT  OF  THE  INDIAN  AND  NATIVE  AMERICAN 
EMPLOYMENT  AND  TRAINING  COALITION 

The  Native  American  programs  authorized  under  the  Job 
Training  Partnership  Act  are  the  main  source  of  support  for 
employment  and  training  services  provided  to  the  most  seriously 
disadvantaged  segment  of  the  American  work  force  --  Indian, 
Alaska  Native  and  Native  Hawaiian  workers. 

The  Indian  and  Native  American  Employment  and  Training 
Coalition  recommends  that  $80  million  be  provided  for  the  Title 
IV,  Section  401  JTPA  program  in  the  Fiscal  Year  1994 
appropriations  bill  for  the  Departments  of  Labor,  Health  and 
Human  Services  and  Education.   The  Coalition  also  recommends  that 
the  full  level  of  the  Administration  request  for  the  Indian  set- 
aside  in  the  Title  il-B  summer  Youth  program  be  approved  for  the 
summers  of  1994  and  1995. 

The  Indian  Title  IV  Program; 

Native  American  workers  in  all  parts  of  the  United  States 
are  currently  served  under  the  special  set-aside  authorized  in 
Section  401  of  Title  IV  of  JTPA. 

In  JTPA  Program  Year  1991,  the  last  for  which  figures  are 
available,  26,600  Native  American  youth  and  adults  participated 
in  the  Indian  Title  IV  program. 

The  service  provider  network  includes  182  Indian  tribal 
governments,  inter-tribal  consortia,  off-reservation  Indian, 
Alaska  Native  and  Native  Hawaiian  organizations. 

Grantees  provide  a  wide  range  of  services  to  their  members. 
These  include  remedial  education,  occupational  training,  work 
experience  and  a  variety  of  necessary  employment  and  training- 
related  services. 

Despite  persistently  high  levels  of  joblessness  --  80%  and 
more  on  some  reservations  --  over  52%  of  those  terminating  from 
the  program  found  jobs  in  PY  91. 

Nearly  83%  of  those  terminating  from  the  program  either 
found  jobs  or  successfully  upgraded  their  education  and  work 
skills. 
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The  Need: 

Indian  workers  face  the  roost  severe  unemployment  problems  of 
any  people  in  the  country's  labor  force.   The  1990  Census 
reported  that  the  civilian  unemployment  rate  for  Indian  people 
nationwide  —  14.4%  —  was  higher  than  for  any  other  racial  group 
in  the  American  population. 

In  federal  reservation  areas,  the  official  Census 
unemployment  rate  is  a  staggering  25.7%.   When  part-time  workers, 
discouraged  workers  and  others  who  would  be  in  the  labor  force  if 
jobs  were  more  readily  available  are  considered,  the  real 
joblessness  rate  in  reservation  areas  is  nearly  twice  this  figure 
—  closer  to  50%. 

The  number  of  Indian  workers  needing  JTPA  services  continues 
to  increase.   According  to  Census  Bureau  data,  the  figure  for 
Indian  and  Alaska  Native  workers  officially  counted  as  unemployed 
grew  by  37%  over  the  decade  from  1980  to  1990.   The  percentage  of 
Indian  people  in  poverty,  much  of  it  caused  by  joblessness,  grew 
at  a  frightening  48%. 

At  the  same  time  Native  American  JTPA  grantees  face  more 
people  in  need  of  services,  they  are  trying  to  intensify  the 
services  they  offer.   Changes  to  the  program  that  took  effect  in 
July  of  1991  are  leading  many  grantees  to  provide  more  long  term, 
intensive  (and  expensive)  educational  services  in  order  to  more 
thoroughly  prepare  their  clients  for  the  escalating  skill 
requirements  of  American  employers. 

Inflation  has  taken  a  massive  toll  on  Indian  Title  IV  JTPA 
funding.   Between  Fiscal  Year  1983  (the  last  year  of  CETA)  and 
Program  Year  1993,  the  total  amount  of  funds  available  to  this 
program  has  declined  by  38%  in  constant  dollar  terms.   In  other 
words,  for  every  $1  in  services  Indian  Title  IV  grantees  were 
able  to  offer  in  FY  83,  grantees  will  be  able  to  provide  only  62 
cents  in  services  in  PY  93. 

The  combination  of  these  circumstances  has  placed  Indian 
JTPA  grantees  in  a  cruel  vise.   Many  more  people  need  services, 
frequently  much  more  expensive  services,  at  the  same  time  the 
resources  shrink.   The  result  is  that  fewer  people  get  served 
despite  the  growing  demand.   Over  the  last  three  Program  Years 
for  which  we  have  figures  (PY  89  through  91) ,  the  number  of 
Native  American  people  served  by  the  Indian  Title  IV  JTPA  program 
has  shrunk  by  almost  15%. 

The  Administration ' s  Request  for  the  Indian  Title  IV  Program: 

In  its  Fiscal  Year  1994  budget,  the  Administration  asked  for 
$61.9  million  to  fund  the  Native  American  JTPA  Title  IV  program 
in  Program  Year  1994  (from  July  1,  1994  through  June  30,  1995). 

The  amount  requested  for  Title  IV  is  the  same  amount  that 
was  appropriated  in  the  enacted  FY  93  DOL-HHS-Education 
appropriations  bill.   It  is  less,  in  current  dollar  terms,  than 
the  amount  appropriated  ten  years  ago.   It  provides  no  allowance 
at  all  for  the  sharply  rising  need  for  services  during  the 
intervening  decade  or  for  the  very  substantial  reduction  in  the 
services  these  funds  can  provide. 

The  Indian  Summer  Youth  Program  under  JTPA  Title  II-B: 

In  addition  to  the  Indian  Title  IV  program,  Indian  grantees 
serving  reservation  areas,  Oklahoma,  Alaska  and  Hawaii  receive  a 
portion  of  the  total  amount  of  funds  appropriated  for  the  Summer 
Youth  program  under  Title  II-B  of  JTPA.   This  set-aside, 
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authorized  by  Section  252(a)  of  the  Act,  amounts  to  slightly  over 
1.8%  of  all  Title  II-B  funds  available. 

Although  small,  the  program  is  extremely  important  for 
economically  disadvantaged  reservation  youth.   It  is  freguently 
the  first  experience  these  young  people  have  in  getting  a  job  and 
understanding  what  a  pay  check  is  all  about. 

The  normal  appropriation  level  for  the  regular  Title  II-B 
program  has  provided  between  $12.2  and  $12.5  million  for  the 
Indian  Summer  Youth  program  over  the  last  several  years.   The 
amount  is  seriously  inadeguate  to  meet  the  need.   Most  tribes 
have  long  waiting  lists  of  youth  who  want  to  participate  but 
can't  because  of  inadeguate  funding. 

Supplemental  appropriations  legislation  for  FY  92  added  $7.3 
million  to  this  activity,  enabling  tribes  to  meet  more  of  the 
real  need. 

The  FY  94  budget  reguest  would  add  $6.8  million  to  the  $12.2 
million  already  appropriated  for  the  Indian  Summer  Youth  program 
in  the  summer  of  1994,  bringing  the  total  resources  to  $19.0 
million.   The  reguest  would  produce  a  total  of  $23.9  million  for 
the  summer  of  1995,  enabling  tribes  to  meet  more  of  the  need  and 
to  enrich  the  educational  component  of  the  program. 

The  Coalition  asks  the  Committee  to  approve  the  full 
Administration  reguest.   Reservation  youth  need  the  "first  start" 
in  the  labor  market  that  this  program  provides  in  order  to  become 
productive  workers  for  the  remainder  of  their  lives. 


STATEMENT  OF  W.  RON  ALLEN,  TRIBAL  CHAIRMAN,  ON  BEHALF 
OF  THE  JAMESTOWN  S'KLALLAM  TRIBE 

FY94  Appropriation  Request  to  Increase  Administration  for  Native  Americans  funding  to   $58  million. 
Including: 

/  $44.5  million  for  the  Social/Cultural  and  Economic  Development  (SEDS)  Grants  Program; 

/  $8  million  for  the  Environmental  Grants  Program; 

•  $4.5  million  to  initiate  the  Native  American  Languages  Act;  and 

•  $1  million  for  the  National  Indian  Policy  Center  at  George  Washington  University. 

INTRODUCTION 

Mr.  Chairman  and  Committee  Members.  I  welcome  this  opportunity  to  present  the  views  of  the 
Jamestown  S'Klallam  Tribe  on  the  role,  need,  benefits  to  Indian  Tribes,  and  the  FY  94  Budget  for  the 
Administration  for  Native  Americans  (ANA)  in  the  Department  of  Health  and  Human  Services. 

v  The  ANA  program  has  provided  to  the  Tribes  the  most  flexible  and  effective  service  of  any  Federal 
Agency  serving  Indian  Country.  ANA  programs  directly  support  the  social,  cultural,  governmental  and 
economic  development  activities  of  Tribes  and  Tribal  organizations.  These  various  operational  elements  of 
a  viable  Indian  community  are  directly  interlinked  and  must  be  in  balance  for  Indian  people  to  thrive.  The 
breadth  of  the  ANA  funding  authorization  allows  Tribal  governments,  through  their  own  assessment  and 
prioritization  processes,  to  utilize  ANA  funding  to  improve  services  to  the  neediest  elements.  With  time  and 
hard  work,  the  overall  quality  of  life  threshold  is  improved. 

Indian  Tribes  and  our  peoples  usually  rank  at  the  bottom  of  America's  social  and  economic  indicator 
scales.  These  statistics  and  data  make  a  very  strong  case  for  additional  appropriations  by  the  Congress  for 
Indian  programs,  such  as  those  under  ANA.  They  reveal,  for  example,  that  the  infant  mortality  rate,  suicide 
rate,  and  alcoholism  rate  are  significantly  higher  for  Indian  people  than  for  the  population  at  large.  One-in- 
eight  (12.5%)  in  the  non-Indian  population  lives  in  poverty,  while  one  in-four  (25%)  in  the  Indian  population 
lives  in  poverty  The  suicide  rate  for  Native  Americans  is  52%  higher  than  it  is  for  non-Indians.  If  the 
Congress  makes  the  effort  to  support  effective  Federal  programs,  these  statistics  can  be  dramatically  altered 
by  Indian  people,  ourselves.    The  ANA  funding,  targeted  directly  to  Tribes  and  Tribal  organizations,  provides 
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possibly  the  best  Federal  intervention  mechanism  to  effect  positive,  lasting  improvements  in  the  quality  of 
life  for  American  Indians. 

ANA  offers  a  unique  source  of  funding  for  a  diverse  array  of  programs  for  Tribes  and  Tribal 
organizations.  This  is  especially  important  for  the  essential  planning  phase  in  social,  governmental  and 
economic  development  activities.  As  we  strive  to  overcome  the  significant  lag  in  the  standard  of  living  that 
Native  Americans  are  still  experiencing,  compared  to  that  of  the  average  non-Indian  American,  the  help  that 
ANA  extends  often  is  the  only  available  means  to  effect  a  positive  change. 

BACKGROUND 

The  level  of  funding  for  ANA  programs  has  shown  a  steadily  declining  trend  over  the  last  decade,  in 
constant  dollars,  while  funding  for  the  other  programs  of  DHHS,  geared  generally  to  the  non-Indian 
community,  have  been  steadily  increasing,  in  constant  dollars,  over  the  same  period.  As  Congress  has 
generally  received  praise  from  Indian  Country  about  ANA,  this  long-term  erosion  of  financial  assistance  is 
truly  puzzling.  The  enclosed  attachment  documents  this  ANA  appropriations  trend  from  1975-92  as 
excerpted  from  the  publication:  1  992  Year  of  the  Indian:  Invest  In  Our  Future.  Congressional  appropriations 
policy  should  be  promoting  effective  Federal  assistance  initiatives,  especially  for  American  Indians.  The 
problems  Tribes  experience  with  comparable  BIA  or  Indian  Health  Service  programs  are  legendary. 

The  overall  effectiveness  of  the  ANA  programs  have  been  demonstrated  again  and  again.  For  example: 
the  programs  are  operated  with  low  agency  overhead,  with  90  percent  of  appropriated  funds  reaching  the 
applicants.  The  average  leverage  on  ANA  funds  used  for  economic  development  is  6  to  1 .  ANA  grants  have 
given  many  Tribes  and  Tribal  organizations  the  critical  threshold  opportunities  that  would  not  have  existed 
otherwise.  Unfortunately,  ANA  is  only  able  to  fund  approximately  one-third  of  the  qualified  applications  it 
receives  each  year.  This  demand  will  only  increase  as  the  Native  American  population  continues  to  grow. 
Finally,  if  only  inflation  increases  had  been  given  to  ANA  since  1978,  the  budget  for  FY  94  would  be  well 
over  $70  million. 

Given  the  recognized  effectiveness  and  efficiency  of  ANA  and  its  programs,  I  am  hard  pressed  to 
understand  why  it  does  not  receive  more  favorable  treatment  from  the  Executive  Branch  when  it  comes  time 
to  prepare  the  President's  budget  and  allocate  Federal  resources.  If  something  works,  we  should  be 
supporting  it  rather  than  letting  it  slowly  fade  away. 

JUSTIFICATIONS 

•      The  Social  and  Economic  Development  Strategy  Grants  Program 

We  request  a  $10  million  increase  in  ANA  funding  over  the  President's  budget  request  for  this  core 
program.  This  Federal  initiative  has  been  successful  in  enabling  Tribal  governments  to  improve  the  quality 
of  life  of  Indian  people.  Within  this  increase,  we  recommend  that  ten  percent  of  the  funding  be  set-aside 
to  support  special  projects  that  contribute  to  our  collective  knowledge  about  Tribal  development  and  national 
organizations  providing  specialized  assistance  for  Tribes  including  the  Council  of  Energy  Resource  Tribes, 
the  National  Tribal  Environmental  Council,  and  the  Native  American  Rights  Fund.  These  special  projects  and 
the  specialized  assistance  are  resources  Tribes  can  often  utilize  that  would  not  otherwise  be  affordable,  or 
even  available.  It  is  a  cost-efficient  and  effective  use  of  Federal  resources  for  a  deserving  sector  of  the 
population. 

•      The  National  Indian  Policy  Center 

ANA  has  supported  the  National  Indian  Policy  Center  of  the  George  Washington  University  over  the  last 
two  years.  The  Center  fills  a  true  need  in  Indian  Country  for  research,  analysis,  and  policy  formulation 
assistance  on  a  breadth  of  issues  in  Indian  Affairs.  Their  efforts  contribute  to  a  comprehensible 
understanding  among  Tribal  leadership  of  often  complex  issues,  allowing  for  informed  individual  and 
collective  policy  decisions.  Indian  Tribes  and  Alaska  Native  peoples  are  directly  affected,  due  to  our  unique 
status  as  dependent  sovereigns,  by  42  Congressional  Committees,  23  different  Federal  Departments  and 
Agencies  managing  290  programs.  State  and  local  units  of  government,  and  countless  corporate  and  private 
interests.  The  National  Center  has  already  proven  itself  indispensable  in  helping  Tribal  leaders  manage  and 
progress  in  a  most  complex  reality.  Over  time,  the  institutional  memory  of  the  National  Center  will  likely  be 
invaluable  for  foreign  governments  and  their  respective  indigenous  peoples  regarding  positive  policies  and 
effective  assistance. 


68-619  -  93  -  24 
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•  The  Native  American  Languages  Program 

The  Native  American  Languages  Act  was  authorized  by  Congress  last  year.  The  intent  of  the  Act 
is  to  preserve  and  enhance  the  rich  snd  intellectually  priceless  languages  of  Tribes  in  America.  These 
languages,  developed  over  thousands  of  years,  were,  until  recent  years,  scorned  by  the  non-Indian  world 
which  considered  the  Romance  languages  of  "civilized  society"  the  only  worthwhile  means  of  human 
communication.  Socio-linguistic  scholars  now  fully  realize  the  contributions  these  Tribal  languages  could 
make  in  our  search  to  understand  human  thought  and  society.  And,  the  cultures  embedded  and  interwoven 
through  these  languages  offer  countless  clues  as  we  unravel  the  mysteries  of  being.  The  preservation  of 
our  cultures  is  dependent  on  maintaining  our  Native  languages.  We  urge  the  Committee  to  provide  an  initial 
S4.5  million  dollars  to  begin  saving  and  preserving  Native  American  languages.  If  this  action  is  not  taken 
soon,  many  of  these  languages  will  be  lost  forever. 

•  The  Environmental  Grants  Program 

The  Congress  authorized  environmental  grants  through  ANA  due  to  the  continued  negative  policies 
of  the  Environmental  Protection  Agency  towards  Indian  Tribes.  Although  EPA  established  an  Indian  Policy 
in  1984  at  the  direction  of  Congress,  it  was  a  hollow,  symbolic,  mocking  action.  The  over  500  Tribes, 
nationwide,  collectively  have  jurisdiction  over  55  million  acres  of  land,  comparable  in  size  to  Virginia,  West 
Virginia  and  Maryland  combined.  Tribal  governments  need  to  build  environmental  protection  capacities  at 
least  equivalent  to  those  of  the  States.  Additionally,  environmental  grants  to  Tribes  would  allow  those  who 
represent  the  original  environmental  conscience  in  this  country,  an  opportunity  to  practice  their  long-held 
beliefs  and  demonstrate  to  the  non-Indian  culture  how  to  respect  the  earth  and  its  creatures. 


ADMINISTRATION  FOR  NATIVE  AMERICANS 

Appropriations  for  FY  1975—1993 
(Dollars  in  OOP's) 


FISCAL 
YEAR 

1975 
1976 
1977 
1978 
1979 
1980 
1981 
1982 
1983 
1964 
1985 
1988 
1987 
1988 
1989 
1990 
1991 
1992 
1993E 

E  Estimates,  FY  1993  Budget 


ENACTED 

INFLATION 

BUDGET 

ADJUSTED 

$32,000 

$32,000 

41,000 

38,764 

33,000 

29.309 

33,000 

27,224 

33,100 

24,543 

33.8CO 

22,077 

33,800 

20.002 

28,000 

15.613 

28,000 

15,126 

29,000 

15,027 

29,000 

14,509 

27,742 

13,618 

28,983 

13,728 

29.679 

13,503 

29,975 

13.0J4 

31.709 

13,060 

33,376 

13,187 

34,126 

13,117 

34,126 

12,711 

SOURCES: 

Congressional  Research  Service,  The  Library  of  Congress,  'InrJan-Related  Federal 
Spending  Trends,  FY  1975-FY  1992\  (March  6,  1991). 

The  Budget  of  the  United  States  Government,  FY  1993.  (January  29, 1992). 
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In  conclusion.  I  urge  the  Committee's  support  for  these  additions  to  the  President's  request  for  the 
FY  94  ANA  budget.  The  adoption  by  the  Congress  of  these  ANA  appropriation  increases  is  simply  good 
policy.  Tribes  and  organizations  across  America  have  praised  the  contributions  by  the  Administrative  for 
Native  Americans.  We  are  the  best  judge  as  to  the  effectiveness  of  Federal  assistance.  We  urge  that  you 
support  us  through  these  ANA  appropriations  increases. 


STATEMENT  OF  DR.  KENNETH  E.  QUICKEL,  JR.,  ON  BEHALF  OF 
THE  JOSLIN  DIABETES  CENTER 

BIOMEDICAL  RESEARCH  FUNDING: 

ONE  WAY  TO  DECREASE  THE  COSTS  OF  UNIVERSAL  HEALTH  CARE 

Health  care  reform  is  focusing  on  the  need  for  providing  adequate  health  care  for  all  --  a 
potentially  expensive  policy  decision.    How  will  we  pay  for  such  an  important  program  over  the 
long  haul? 

Through  biomedical  research. 

Biomedical  research  is  the  only  source  of  information  about  how  to  prevent  or  slow  the  development 
of  a  wide  range  of  health  care  problems.   Prevention  is  the  key  to  ultimately  providing  health  care 
for  all  American  citizens  at  an  affordable  national  price  tag. 

Research  knowledge  is  the  infrastructure  of  our  nation's  healthcare  system.  We  spend  billions  of 
dollars  on  biomedical  research  each  year.   Do  we  really  get  our  money's  worth?  Can  the  medical 
community  assure  us  of  greater  results  if  we  spend  more  money? 

The  answer  is  a  resounding  yes. 

Polio  is  a  good  example  of  how  past  investments  in  the  biomedical  research  infrastructure  has 
enabled  us  to  reap  impressive  rewards.  It  has  been  estimated  that  in  the  first  six  years  after  the 
polio  vaccine  became  available,  more  than  150,000  cases  of  paralytic  polio  and  12,500  deaths  were 
prevented.   The  prevention  of  these  paralytic  cases  averted  the  loss  of  6.3  billion  dollars  of 
income  and  saved  hospital  costs  of  approximately  2  billion  dollars  per  year.    If  an  effective 
vaccine  for  polio  had  not  been  discovered,  the  costs  of  this  disease  by  the  beginning  of  this 
decade  would  have  been  over  30  billion  dollars  annually,  or  more  than  four  times  the  entire  NIH 
budget  for  biomedical  research.  Thus,  this  one  discovery  alone  has  offset  the  cost  of  all 
biomedical  research  past,  present  and  future. 

Now  let's  look  at  an  example  that  is  being  solved,  albeit  at  a  less  dramatic  pace  --  diabetes. 

Diabetes  is  a  major  public  health  problem  affecting  13  million  Americans.  It: 

*  Kills  over  150,000  Americans  each  year 

*  Is  the  leading  cause  of  blindness  and  kidney  failure  in  adults 

*  Is  the  leading  cause  of  non-traumatic  amputations  in  adults 

*  Is  a  major  risk  factor  for  heart  disease  and  stroke. 

*  Costs  our  nation  over  $25  billion  annually  in  direct  medical  costs  and  lost  productivity. 

The  devastating  and  costly  complications  of  diabetes  can  be  delayed,  and  medical  science  is  now 
beginning  to  show  us  how  to  prevent  them. 

President  Clinton  has  called  for  a  0.8  percent  decrease  in  funding  in  his  budget  for  FY  1994  for  the 
National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases,  the  institution  that  funds  the 
bulk  of  our  nation's  diabetes  research.  This  proposal  is  remarkable  in  light  of  a  national 
commitment  to  improve  health  care,  to  improve  the  nation's  standing  in  the  development  of 
technology,  and  to  invest  in  the  nation's  future. 

Low  NIH  funding  levels  over  the  past  several  years  have  resulted  in  fewer  qualified  research 
projects  being  funded.   We  are  dis-assembling  our  research  infrastructure.  Valuable  opportunities  to 
find  a  cure  or  to  develop  improved  treatments  for  diabetes  -  and  host  of  other  diseases  -  are 
being  missed.  In  the  interest  of  reducing  expenditures  in  the  short  term,  we  are  forfeiting  the 
opportunity  to  save  money  and  improve  health  in  the  longer  term. 
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The  Clinton  Administration  has  also  called  for  level  funding  for  the  Centers  for  Disease  Control  and 
Prevention  (CDC)  Division  of  Diabetes  Translation  (DDT).   The  DDT  has  primary  responsibility  for 
translating  research  results  into  clinical  practice,  doing  so  by  providing  grants  to  state  diabetes 
control  programs  which  target  low  income  and  culturally  diverse  populations  for  diabetes  screening 
exams.   Currently,  26  states  receive  funds  from  CDC,  and  funding  for  this  program  has  not  been 
increased  since  1985. 

Does  this  seem  like  enlightened  fiscal  policy  given  the  stated  national  policy  objectives  of 
providing  health  care  to  all  of  our  citizens  and  focusing  on  prevention  as  a  means  of  making  health 
care  affordable? 

Over  the  past  decade,  significant  progress  has  been  made  in  many  aspects  of  our  understanding, 
diagnosis  and  treatment  of  the  disease  of  diabetes.   We  now  have: 

*  Improved  methods  for  controlling  blood  sugar  levels,  which  helps  prevent  or  reduce  many  of  the 
costly  complications  of  the  disease; 

*  Laser  treatment  for  treating  and  preventing  the  progression  of  diabetic  eye  disease  to 
blindness; 

*  Medical  techniques,  including  transplantation,  to  prevent  and  manage  kidney  failure; 

*  Tests  that  help  us  identify  who  will  develop  diabetes  years  before  the  condition  actually 
manifests  itself  with  symptoms.  Recent  research  suggests  we're  on  the  road  to  actually 
preventing  one  form  of  diabetes. 

*  Medical  and  diagnostic  procedures  that  enable  women  with  diabetes  to  give  birth  to  healthy 
babies,  rather  than  infants  with  significant  birth  defects. 

But  much  remains  to  be  done  before  we  can  eradicate  the  human  suffering  of  this  disease  --  and 
reduce  the  $25  billion  annual  price  tag  for  diabetes. 

Only  through  biomedical  research  will  we  discover: 

*  How  to  prevent  diabetes  in  people  who  we  can  now  identify  as  being  in  the  process  of  developing 
the  disease; 

*  How  to  prevent  complications  like  kidney  and  eye  disease  entirely  in  those  who  already  have 
diabetes. 

*  How  to  "cure"  diabetes  in  those  who  have  it  through  islet  cell  transplantation  or  other  means. 

The  U.S.  biomedical  research  complex  is  the  international  leader  in  many  areas  of  research, 
including  diabetes.   Although  there  is  significant  support  by  private  agencies  and  the 
pharmaceutical  industry,  the  NIH  and,  in  particular,  the  NIDDK,  are  the  mainstays  of  the  academic 
research  community. 

Despite  the  overwhelming  power  of  modern  biomedical  research  and  the  steady  progress  in  many  areas, 
the  research  community  is  in  an  extremely  fragile  state,  primarily  due  to  the  steady  erosion  of 
research  funding.    Almost  all  researchers  agree  that  between  30  and  35%  of  grant  proposals  to  NIH 
are  of  excellent  quality  and  high  significance,  yet  only  about  half  that  number  are  currently 
funded.  In  addition,  even  when  a  grant  is  approved,  it  undergoes  several  levels  of  arbitrary 
budgetary  reduction,  forcing  the  scope  of  research  to  be  limited  and  greatly  compromising 
scientific  progress. 

The  current  situation  severely  discourages  the  most  qualified  young  individuals  from  entering 
research.    Unless  reversed  the  biomedical  research  infrastructure  is  being  eroded  through 
under  funding  —  just  like  our  system  of  roads  has  deteriorated  through  financial  inattention.  We 
will  eliminate  one  more  area  of  U.S.  excellence  in  the  world  marketplace  unless  this  erosion  stops. 

I  therefore  strongly  urge  you  to  support  several  essenlial  initiatives  that  constitute  the 
infrastructure  of  the  health  and  well-being  of  13  million  Americans  with  diabetes,  most  of  whom 
begin  as  healthy  and  productive  people: 

1 .     First,  it  is  imperative  that  we  support  the  basic  research  that  will  show  us  how  to  reduce  the 
personal  impact  and  national  costs  of  diabetes  and  its  complications.  This  will  require  that 
we  support  an  NIDDK  budget  of  at  least  $835  million. 
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2.  Second,  we  must  promote  the  preventive  aspects  of  diabetes  care,  bringing  effective  science  to 
the  bedside.  The  Centers  for  Disease  Control  and  Prevention  serve  this  important  role,  which 
will  require  a  $60  million  increase  in  funding. 

3.  Third,  we  need  to  prevent  blindness  due  to  diabetes.  An  important  component  of  the  NIH 
Revitalization  Act  is  Section  1101  which  authorizes  support  for  one  or  more  Diabetes  Eye 
Research  Institutions  to  be  funded  through  the  National  Eye  Institute. 

Please  consider  that  the  research  and  preventive  services  of  today  are  the  infrastructure  for  the 
future  health  and  well-being  of  our  citizens.   If  we  invest  in  the  infrastructure  of  our  nation's 
health  today,  we  will  save  money  and  lives  in  the  future. 


STATEMENT  OF  THE  ROBERT  J.  MATHEWS  FOUNDATION  FOR 
PROSTATE  CANCER  RESEARCH 

On  behalf  of  the  Robert  J.  Mathews  Foundation  for  Prostate  Cancer  Research,  I 
want  to  thank  you  for  the  opportunity  to  present  this  testimony  to  the  Committee 
regarding  the  1994  Appropriations  Bill  for  the  Department  of  Health  &  Human  Services. 
The  Mathews  Foundation  testified  before  this  Committee's  counterpart  on  the  House 
side  in  March  regarding  the  amount  of  federal  funding  available  for  prostate  cancer 
research  and  the  methods  and  efficacy  used  to  conduct  this  research. 

By  way  of  background,  the  Mathews  Foundation  is  the  only  organization  in  the 
world  whose  exclusive  focus  is  the  elimination  of  prostate  cancer  through  biomedical 
research.  Formed  in  1989,  the  Foundation  is  a  publicly  supported  charity  granted  501(c) 
(3)  status  by  the  IRS.  The  mission  of  the  Foundation  is  to  reduce  the  suffering  and  death 
from  prostate  cancer  through  public  awareness,  education  and  funding  of  research  on 
the  cause,  prevention,  early  detection,  early  intervention  and  treatment  for  prostate 
cancer. 

Today  I  ask  this  Committee  to  consider  "fair  share  funding"  for  prostate  cancer 
research.  The  disparity  of  federal  funding  dollars  in  attacking  the  major  diseases  is 
dramatic  and  appalling.  In  FY93,  Congress  appropriated  $39  million  for  prostate  cancer 
research — a  disease  which  will  kill  about  35,000  Americans  this  year.  In  FY93,  Congress 
appropriated  $400  million  for  breast  cancer  research — a  disease  which  will  kill  about 
42,000  Americans  this  year.  In  FY93,  Congress  appropriated  over  $1.2  billion  for  AIDS 
research — a  disease  which  will  kill  about  18,000  Americans  this  year. 

To  further  underscore  the  disparity  of  this  allocation,  the  federal  government  will 
spend  approximately  $5  billion  to  treat  prostate  cancer  victims  in  FY93.  Is  it  logical 
therefore  to  appropriate  only  $39  million  for  research  for  a  problem  that  costs  over  $5 
billion  to  treat?  By  way  of  contrast,  the  cost  of  treatment  for  prostate  cancer  exceeds 
those  of  breast  cancer  and  AIDS  combined. 

Prostate  cancer  is  man's  most  common  cancer  and  the  only  cancer  whose 
incidence  has  increased  more  than  110%  during  the  last  ten  years.  This  year,  an 
American  man  will  be  diagnosed  with  the  disease  every  3.2  minutes  and  an  American 
man  will  die  from  the  disease  every  15  minutes.  Researchers  at  John  Hopkins 
University  have  predicated  that  by  the  year  2000,  "...the  annual  increase  in  death  from 
prostate  cancer  will  be  37%,  while  new  cases  will  soar  by  90%." 

We  are  not  advocating  any  shift  in  funding  from  any  other  type  of  disease 
research.  However,  we  do  believe  that  our  government  should  be  blind  to  all 
considerations  of  race  and  gender  when  funding  disease  research  and  treatment.  We  do 
know  that  every  dollar  invested  in  biomedical  research  produces  a  savings  of  $13  in 
health  care  costs,  absenteeism  and  increased  productivity.  We  also  know  that  Federal 
research  dollars  for  prostate  cancer  are  less  per  case  than  any  of  the  nine  major  cancers 
in  America. 
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In  recent  weeks,  several  reports  have  aired  suggesting  that  there  is  little  benefit 
from  prostate  cancer  surgery — even  though  there  has  been  a  six-fold  increase  in  such 
surgeries  over  the  past  several  years.  These  reports,  as  presented  by  the  national  media, 
are  misleading  and  disingenuous.  The  Mathews  Foundation  has  consistently  stated  that 
there  are  insufficient  resources  in  this  nation  to  underwrite  surgery  for  every  American 
who  has  prostate  cancer — and  indeed  not  every  prostate  cancer  victim  needs  surgery. 
Many  Americans  will  die  with  prostate  cancer,  but  not  from  it. 

What  we  need  is  research  that  will  allow  us  to  more  precisely  detect  the  presence 
of  and  types  of  prostate  cancer  in  order  to  prudently  and  effectively  assist  the  165,000 
Americans  who  will  contract  the  disease  this  year.  Right  now,  we  do  not  know  which 
cancers  will  quickly  grow  and  lead  to  lingering,  painful  death.  We  do  not  know  why 
when  prostate  cancer  strikes  younger  victims,  it  seems  to  occur  in  a  more  virulent  form. 
We  do  not  know  why  it  strikes  African  Americans  at  a  higher  rate  than  Caucasians.  In 
fact,  we  do  not  even  know  what  causes  prostate  cancer.  What  we  need  is  not  more 
surgeries — just  more  answers  at  an  earlier  stage.  That  is  why  we  desperately  need  an 
increase  in  prostate  cancer  research  dollars  now. 

This  Committee  must  also  be  concerned  about  the  percentage  of  all  federal 
monies  intended  for  research  that  actually  is  used  for  direct  research.  The  indirect 
and /or  overhead  costs  are  so  burdensome  that,  our  experiences  suggest,  less  than  50% 
of  all  federal  monies  are  in  fact  received  by  the  researchers.  With  federal  research 
dollars  so  precious,  we  must  demand  that  a  business  approach  to  research  funding  be 
implemented.  At  the  Mathews  Foundation,  for  example,  our  administrative  costs 
average  seven  (7%)  percent  of  all  expenses.  At  a  time  of  shrinking  budgets,  we  must 
ensure  that  every  available  dollar  is  used  for  its  intended  purpose. 

The  method  by  which  Federal  research  dollars  are  appropriated  for  research  has 
consistently  led  to  abuses.  It  is  common  procedure  for  agencies  and  large  institutions  to 
charge  administrative  expenses  against  the  appropriated  research  grants.  While  there 
are  indisputable  overhead  expenses  which  must  be  reimbursed,  unless  there  are  clear 
guidelines  as  to  what  can  be  charged  for  administrative  costs,  experience  has 
demonstrated  that  direct  research  suffers. 

There  exists  another  issue  that  must  be  addressed  if  we  are  to  spend  research 
dollars  prudently.  There  is  clearly  great  value  for  all  researchers  to  know  that  a  certain 
avenue  of  research  has  been  explored — and  to  know  the  results  of  that  research, 
regardless  of  outcome.  There  is  often  just  as  much  potential  knowledge  gained  from 
research  leading  to  a  dead  end  as  there  is  from  research  leading  down  a  more  promising 
avenue. 

At  the  Mathews  Foundation,  we  receive  numerous  requests  for  funding  research 
into  various  facets  of  prostate  cancer.  Oftentimes  we  are  aware  that  research  identical 
to  that  proposed  in  a  grant  proposal  has  already  been  conducted— but  applicants  are 
not  aware  of  such  work.  Not  only  is  there  an  obvious  need  for  a  central  library/clearing 
house,  available  to  prostate  cancer  researchers,  which  houses  all  previous  and  current 
research  projects  in  any  area  of  the  disease,  but  all  recipients  of  federal  funds  for 
prostate  cancer  research  should  be  required  to  provide  regular  reports  to  this  library  on 
the  results  of  their  efforts.  Had  such  a  process  been  in  place  for  AIDS  research,  many 
duplicate  efforts,  dead  ends  and  millions  of  dollars  might  have  been  saved. 

The  creation  of  such  a  clearinghouse  will  ensure  that  research  will  not  be 
duplicated  and  the  benefits  of  federal  tax  dollars  utilized  for  prostate  cancer  research 
will  be  enhanced.  Such  an  information  repository  can  only  accelerate  the  race  to  find 
the  causes  and  best  means  of  detection  of  and  treatment  for  prostate  cancer. 

We  recognize  that  part  of  the  problem  exists  because  of  various  pressures 
imposed  on  researchers  not  to  share  the  results  of  their  research  at  all  stages  of  their 
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work,  primarily  because  of  the  competition  for  funding  with  such  constricted 
appropriations.  We  also  realize  that  part  of  the  problem  rests  with  the  lack  of 
coordination  of  the  various  types  of  cancer  research.  The  Mathews  Foundation  believes 
that  experts  in  the  field  of  prostate  cancer,  coupled  with  experts  in  successful  business 
management  provide  the  greatest  opportunity  to  defeat  this  disease. 

To  summarize,  the  Mathews  Foundation  would  stress  the  following  points: 

1)  More  funding  for  all  types  of  prostate  cancer  research  needs  to  be  appropriated 
immediately; 

2)  Anyone  accepting  federal  dollars  for  prostate  cancer  research  must  provide  a 
periodic  report,  regardless  of  the  success  or  failures  of  the  research,  that  will  be 
placed  in  the  public  domain  for  all  researchers  to  review; 

3)  That  a  central  clearinghouse  of  information  on  prostate  cancer  be  established  and 
accessible  to  all  researchers  in  a  computerized,  on-line  format.  This 
clearinghouse  would  include  all  current  research  projects,  all  past  research 
projects  and  all  scientific  and  medical  journal  articles  published  on  prostate 
cancer; 
4)  That  grant  funds  need  to  be  directed  at  basic  research  and  not  spent  on 
burdensome  administrative  and  overhead  costs; 

On  behalf  of  the  Mathews  Foundation  and  correspondent  patients  and  their  families 
from  all  of  our  Fifty(50)  United  States,  I  appreciate  this  opportunity  to  forward  our  ideas 
to  you. 


STATEMENT  OF  WARREN  GREENBERG,  ON  BEHALF  OF  THE 

MENDED  HEARTS,  INC. 

My  name  is  Warren  Greenberg.  I  am  a  professor  of  health  economics 
and  of  health  care  sciences  at  The  George  Washington  University.  I 
am  married  and  have  an  18-year-old  daughter. 

I  appear  here  to  testify  for  increased  appropriations  for  the 
National  Heart  Lung  and  Blood  Institute.  I  appear  here  today  as  a 
victim  of  heart  disease  and  as  a  beneficiary  of  the  efforts  of 
medical  researchers  to  overcome  this  disease.  I  might  also  add  that 
I  am  a  member  of  Mended  Hearts,  Inc.,  a  support  group  of  22,000 
individuals  throughout  the  United  States  who  have  heart  disease, and 
I  have  been  recently  appointed  lobbying  and  legislation  chairperson 
of  that  group — a  volunteer  position. 

I  am  50  years  old.  I  was  born  with  aortic  stenosis,  a  narrowing  of 
the  heart  valve.  Throughout  my  entire  life  I  have  lived  with  heart 
disease,  often  iricredibly  severe. 

When  I  was  in  my  early  teens,  my  physicians  did  not  allow  me  to 
play  high-school  inter-mural  sports,  although  I  was  a  fine  young 
athlete.  At  the  age  of  eighteen  I  was  told  not  to  play  ball  under 
any  circumstances.  In  my  early  20 's  I  was  told  to  climb  no  more 
than  two  flights  of  stairs.  By  my  early  and  mid-thirties  I  began  to 
climb  steps  more  and  more  slowly,  often  pausing  to  rest.  I  never 
carried  an  attache  case  home  from  work.  It  was  too  heavy.  I  would 
often  balance  a  large  book  on  my  hips,  rather  than  carrying  it 
outright,  in  order  to  blunt  the  weight.  I  would  walk  two  or  three 
blocks  on  a  level  street  to  avoid  going  up  three  or  four  steps  at 
the  end  of  particular  blocks.  I  could  barely  lift  my  newborn  child; 
I  could  not  help  me  wife  take  in  the  grocery  bags.  I  was  a  cardiac 
cripple. 

On  May  7,  1982,  at  the  age  of  39,  I  had  open-heart  surgery  at  the 
Cleveland  Clinic  to  replace  my  diseased  valve  with  the  valve  of  a 
pig.  After  my  six-week  recuperative  period  I  was  amazed  to  find 
that  not  only  was  I  able  to  walk,  but  was  able  also  to  play  tennis, 
to  jog,  and  to  exercise.  I  was  able  to  live  a  normal  life. 
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By  August  1988,  however,  my  new  valve  had  failed.  On  August  31,  I 
again  had  cardiac  surgery  at  the  Cleveland  Clinic  to  replace  the 
failed  pig  valve  with  an  artificial  plastic  valve,  known  as  the  St. 
Jude's  valve.  I  an  again  able  to  live  a  relatively  normal,  very 
productive  life.  And  I  am  deeply  thankful  for  it. 

I  still  take  a  blood-thinning  medicine,  Coumadin,  which  helps 
prevent  clots  on  my  new  valve.  At  the  same  time,  because  of  the 
medicine,  I  must  be  cognizant  and  careful  of  excessive  bleeding.  In 
1983  I  contracted  bacterial  endocarditis,  an  infection  of  the  heart 
valve,  from  dental  surgery  which  kept  me  in  the  hospital  for  six 
weeks.  Whenever,  I  have  dental  work,  I  now  get  intravenous 
penicillin  to  protect  me  against  such  infections.  I  realize  that  my 
valve,  as  a  mechanical  device,  may  fail  at  any  time  in  the  future. 

For  nearly  ten  years,  thanks  to  the  fruits  of  medical  research,  I 
have  been  able  to  travel  abroad  at  least  once  a  year,  to  jog  in  the 
park,  to  be  a  productive  author  of  many  scholarly  articles  and  a 
number  of  many  books  on  the  health  care  economy.  I  have  been  quoted 
often  on  my  views  of  the  U.S.  health  care  system  and  have  made  many 
television  appearances.  If  it  were  not  for  the  advances  in  research 
leading  to  improved  techniques  in  open-heart  surgery  I  would  not 
have  seen  my  fortieth  birthday.  I  would  not  be  able  to  look  forward 
to  a  life  of  many  rewards  and  enjoyments. 

As  an  economist  I  observe  continually  the  link  between  monetary 
resources  and  the  development  of  innovation  and  technology.  Health 
care  research,  and  cardiovascular  research  in  particular,  is  no 
exception.  I  also  understand  as  an  economist  that  there  are  always 
competing  uses  for  appropriated  monies.  However,  cardiovascular 
diseases  last  year  killed  more  than  930,000  Americans,  more  than 
150,000  of  whom  are  under  age  65.  Despite  advances  in  medical 
research,  these  diseases  remain  the  number  one  killer  in  the  United 
States.  From  my  personal  perspective  and  for  those  in  Mended  Hearts 
Inc.  and  others  in  the  United  States  who  have  heart  disease  or  will 
get  it  in  their  lifetime,  I  ask  for  a  substantial  increase  in 
appropriations  for  NHLBI,  to  help  reduce  further  the  incidence  and 
degree  of  heart  disease. 


STATEMENT  OF  THEODORE  W.  VAN  ZELST,  PRESIDENT,  MINANN, 
INC.,  ON  BEHALF  OF  THE  CHRONIC  FATIGUE  SYNDROME 

Mr.  Chairman  and  members  of  the  Committee,  I  am  Theodore  W.  Van  Zelst,  president  of 
Minann,  Inc.  We  have  presented  testimony  to  this  committee  since  1984  on  the  need  for  increased 
research  and  public  information  systems  for  Chronic  Fatigue  Syndrome  (CFS).  I  also  represent  the 
Public  Advisory  Committee  of  the  CFIDS  Association  of  America  in  Charlotte,  North  Carolina.  The 
symptoms  of  CFS  have  been  defined  by  the  Centers  for  Disease  Control.  To  some,  the  disease  is 
also  known  as  Chronic  Fatigue  Immune  Dysfunction  Syndrome  (CFIDS.) 

CFS  is  a  complex  illness  characterized  by  incapacitating  fatigue,  lasting  at  least  six  months, 
neurological  problems,  and  a  constellation  of  symptoms  (fevers,  tender  lymph  glands,  muscle  and 
joint  aches,  sleep  disturbances,  difficulty  concentrating  ...)  that  can  resemble  many  disorders, 
including:  mononucleosis,  multiple  sclerosis,  fibromyalgia,  AIDS-related  complex,  Lyme  disease, 
post-polio  syndrome,  and  auto  immune  diseases  such  as  lupus.  These  symptoms  tend  to  wax  and 
wane  but  are  often  severely  debilitating  and  may  last  for  many  years.  All  segments  of  the  population 
are  at  risk,  but  women  and  those  under  the  age  of  45  seem  to  be  the  most  susceptible. 

We  still  hear  the  plight  of  the  CFS  patients.  Many  are  in  despair  --  they  need  hope  that 
someday  they  may  be  able  to  lead  a  'normal*  life.    In  the  past,  members  of  this  Committee  have 
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provided  much  of  that  hope  in  funding  for  research  activities.  There  have  been  results.  We  need  to 
go  further.  Thank  you  for  your  attention  to  this  continuing  national  health  problem. 

SOCIAL  SECURITY  ADMINISTRATION 
The  Committee  is  requested  to  recommend  that  the  SSA: 

1 )  Develop  a  separate  definition  of  CFS  to  measure  functional  disability,  to  be  used  by  the  SSA 
and  others,  including  insurance  companies.  CFS  definitions  guiding  current  medical  research 
should  be  distinguished  from  definitions  needed  to  make  disability  determinations 

2)  Continue  to  include  medically  accurate,  up-to-date  information  on  CFS  in  the  POMS  Manual 
to  make  CFS  disability  claims  easier  to  process. 

CENTERS  FOR  DISEASE  CONTROL  &  PREVENTION  (CDC) 

Those  physicians  and  researchers  familiar  with  CFS  feel  the  CDC's  efforts  should  be 
expanded  in  conducting  research  into  epidemiology,  prevalence  and  surveillance  and  public  health 
education.  The  critical  questions  regarding  transmission  of  the  disease,  especially  among  health  care 
workers,  and  from  mothers  and  children,  long  term  transmission  trends  and  environmental  factors  are 
still  not  answered.  There  should  be  action  on  these  matters. 

We  urge  this  Committee  to  earmark  funding  for  CFS  studies  including  those 
which  were  supported  by  FY  1993  funding  and: 

1)  Earmark  $10,000,000  specifically  for  programs  and  research  for  CFS  including  documenting  the 
basic  epidemiology  of  the  illness. 

2)  Provide  for  formal  study  of  issues  related  to  transmission  of  CFS,  particularly  among  health  care 
workers,  mothers  and  children. 

3)  Provide  CFS  education,  training  and  materials  to  health  professionals,  teachers  and  the  public. 

4)  Conclude  and  report  the  results  of  the  present  surveillance  study  which  was  designed  as  a 
prototype.  Begin  a  community  based  prevalence  study  designed  to  provide  added  information. 

5)  Study  the  existing  case  definition  with  regard  to  establishing  separate  definitions  for 
clinical/research  purposes  and  for  Social  Security  Disability  and  insurance  eligibility. 

6)  Provide  for  reporting  of  Chronic  Fatigue  Syndrome  cases  to  the  CDC  for  data  collection  and 
endemic  cases  and  possible  cluster  outbreaks. 

7)  Suggest  that  the  Director  of  CDC  appoint  a  CFS  Task  Force  made  up  of  CDC  professionals  and 
private  CFS  scientists  and  advocates  to  explore  opportunities,  examine  existing  project  progress, 
and  make  recommendations  for  future  research  and  related  activities. 

NATIONAL  INSTITUTES  OF  HEALTH 
NATIONAL  INSTITUTE  OF  ALLERCY   AND  INFECTIOUS  DISEASES  (NIAID) 

The  NIH  is  currently  the  focal  point  for  investigations  into  the  causal  agent  for  CFS.  The 
ability  of  NIH  to  utilize  its  resources  in  a  coordinated  effort  is  likely  to  increase  the  chances  of 
discovering  a  causal  agent  and  determine  effective  treatment  modalities.  Funding  levels  should  be 
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increased  to  pursue  comprehensive  investigations.  Researchers  and  patients  believe  an  aggressive 
investigation  through  virology,  immunology,  rheumatology,  and  auto-immune  and  infectious  disease 
specialties  would  be  effective. 

For  the  NIH,  we  urge  support,  recommendation  and  funding  by  this  Committee  to: 

1)  Provide  specific  CFS  research  funding  of  at  least  $15,000,000  for  fiscal  1994  with  a  substantial 
portion  directed  to  extra-mural  research  grants. 

2)  Expand  resources  for  development  of  clinical  care  models. 

3)  Expand  studies  of  immune  markers.  Study  diagnostic  procedures  related  to  activity-exercise. 

4)  Encourage  a  research  focus  on  identifying  the  etiologic  agent(s)  for  CFS  in  adults  and  children 
and  study  the  continued  immune  dysfunction  of  CFS  patients  who  are  presumed  in  remission. 

5)  Strongly  recommend  that  the  NIH  establish  a  Standing  Study  Section  to  review  extra-mural  grant 
applications,  establish  priorities  for  extra-mural  grant  solicitations,  and  coordinate  intramural  and 
extra-mural  research  efforts  and  results. 

6)  Recommend  extra-mural  grants  for  CFS  research  be  provided  under  NIH  Small  Grants  Program. 

7)  Provide  resources  to  existing  Chronic  Fatigue  Syndrome  Cooperative  Research  Centers 

8)  Recommend  that  the  office  of  the  Director  of  the  NIH  appoint  a  CFS  Coordinator  to  coordinate 
CFS  research  efforts  and  to  recommend  budget  levels  and  priority  program  initiatives. 

9)  Recommend  expansion  and  continuation  of  the  early  and  promising  CFS  comprehensive  research 
conducted  within  National  Institute  of  Allergy  &  Infections  Diseases  (NIAID),  National  Institute 
of  Mental  Health  (NIMH),  National  Institute  of  Child  &  Human  Development  (NICHD),  National 
Institute  of  Neurological  Disorders  and  Stroke  (N1NDS),  and  National  Cancer  Institute  (NCI). 

OFFICE  OF  THE  ASSISTANT  SECRETARY  FOR  HEALTH 

A  serious  and  aggressive  inquiry  into  CFS  requires  the  active  involvement  of  the  Assistant 
Secretary  for  Health.    This  Committee  should  recommend  priorities  for  action  including: 

1)  Reestablish  an  Inter-Agency  Committee  vested  with  authority  to  coordinate  CFS  research  and 
related  activities  across  the  Public  Health  Service  and  Social  Security  Administration,  conduct 
oversight  into  program  performance  and  budget  allocations,  and  consult  with  private  sector 
researchers  and  patients.  Provide  up  to  $1,000,000  to  facilitate  the  Inter- Agency  Committee. 

2)  Aggressive  research  by  the  National  Institute  of  Health  focusing  on  identifying  the  etiologic 
agenl(s)  for  CFS  in  adults  and  children. 

3)  Comprehensive  and  complete  studies  by  the  Centers  for  Disease  Control  documenting  the  basic 
epidemiology  of  CFS  and  appropriate  health  education  for  adults  and  children  with  or  at  risk  of 
contacting  the  disease. 

4)  Appropriate  and  reasonable  medical  standards  utilized  by  the  Social  Security  Administration  in 
determining  disability  benefits  for  those  with  CFS. 

5)  Compassionate  and  adequate  policy  at  Food  &  Drug  Administration  that  allows  CFS  patients 
access  to  potential  new  drugs  at  the  earliest  opportunity  and  for  appropriately  sustained  periods. 
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STATEMENT  OF  DR.  LOUIS  W.  SULLIVAN,  PRESIDENT, 
MOREHOUSE  SCHOOL  OF  MEDICINE 

Thank  you,  Mr.  Chairman  and  members  of  the  Subcommittee.   I'm 
delighted  to  have  this  opportunity  to  testify  before  you. 

overview  of  the  FY  1994  Budget 

Mr.  Chairman,  I  agree  with  the  general  thrust  of  this  proposed 
budget.  I  believe  that  we  must  increase  our  commitment  to  our 
nation's  children,  to  our  poor  and  minority  citizens,  and  to 
those  without  access  to  care.   We  must  continue  our  nation's 
strong  commitment  to  biomedical  research.   We  must  provide 
resources  to  understand  the  unique  health  needs  of  women.  And  we 
must  expand  research,  treatment,  and  prevention  of  HIV- 
prevention.   Such  an  investment  is  a  sound  step  to  secure  better 
health  and  economic  security  for  our  citizens. 

For  example,  Mr.  Chairman,  I  was  very  pleased  to  see  the  5- 
year/$14  billion  investment  in  Head  Start.   As  Secretary  of 
Health  and  Human  Services  (HHS)  I  fought  for,  and  secured,  the 
largest  expansion  of  Head  Start  in  the  history  of  the  program,  to 
give  every  eligible  child  an  opportunity  for  a  year's  Head  Start 
experience.   This  budget  provides  for  further  expansion  of  the 
Head  Start  Program. 

I  also  support  the  5-year/$6  billion  proposal  for  children  and 
families.   You  may  recall  that  I  reorganized  HHS  to  offer  a  more 
coordinated  and  effective  response  to  the  needs  of  our  children 
and  families,  and  this  budget  is  a  positive  step  in  helping  to 
improve  the  health  status  of  children  and  to  strengthen  the 
family  unit. 

Disparities  in  Health  Status 

But  today,  Mr.  Chairman,  I  make  a  special  plea  for  our 
underserved  minority  communities.   As  a  nation,  we  must  address 
the  shocking  and  disturbing  disparities  in  our  health  care 
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system.  In  1985,  an  HHS  Task  Force  on  Black  and  Minority  Health 
documented  that  each  year  there  are  60,000  excess  deaths  in  our 
minority  communities.   More  recent  reports  put  this  figure  higher 
—  73,000  premature  minority  deaths  per  year. 

Our  African-American  community  understands  that  these  statistics 
mean  more  prevalence  of  disease,  greater  incidence  of 
disabilities,  and  shorter  life.  These  data  confirm  what  many  of 
us  see  in  our  families,  schools,  worksites,  churches  and 
neighborhoods  —  our  minority  communities  have  a  higher  rate  of 
infant  mortality,  cancer,  emphysema,  stroke,  heart  disease,  AIDS, 
and  other  diseases.   We  see  a  spiralling  rate  of  drug  use  and 
deaths  from  violence  in  our  neighborhoods.   We  know  that  the 

health  care  system  is  failing  us,  and  that  there  is  a  "two- 
tiered"  response  —  one  for  the  general  population  and  one  for 
our  minority  communities.   In  fact,  Dr.  Robert  Blendon  of  the 
Harvard  School  of  Public  Health  has  found  that  Black  Americans 
have  a  death  rate  one-and-a-half  times  higher  than  whites.   And, 
most  telling,  while  the  health  status  of  the  general  population 
improves  each  year,  HHS  statistics  indicate  that  Black  health 
status  has  not  improved  since  1984. 

Mr.  Chairman,  as  Secretary  I  fought  every  day  to  reduce  these 
disparities.   And  I  learned  that  we  accomplish  much  and  make 
great  strides  with  Federal  resources.   But  we  need  to  have  those 
resources  available,  and  in  many  respects  our  health  programs  for 
our  nation's  minority  communities  remain  seriously  under-funded. 
And  until  funding  levels  adeguately  reflect  the  severity  of  these 
health  disparities,  we  will  continue  to  witness  disproportionate 
levels  of  disease,  disability,  and  death  —  disproportionate 
levels  that  are  a  sad,  revealing  statement  about  the  ineguality 
and  lack  of  opportunity  that  still  permeates  our  society. 

Onder-Repreaentatlon  In  Medicine  and  the  Sciences 

One  answer  is  to  increase  our  investment  in  the  education, 
training,  and  research  opportunities  for  our  minority  students. 
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One  reason  for  these  disparities  in  health  status  is  that  our 
nation's  physicians,  medical  researchers,  and  basic  scientists  — 
the  very  people  fighting  the  battle  for  better  health  status  — 
are  not  even  remotely  representative  of  our  minority  communities. 
This  under-representation  seriously  undermines  our  nation's 
ability  to  address  disparities  in  health  status.   As  someone  who 
has  spent  virtually  all  of  my  professional  career  in  medical 
research  and  education,  I  have  discovered  that  when  medical 
training  is  completed,  a  great  many  of  our  African-American, 
Hispanic,  and  Native  American  students  practice  in  underserved 
areas.  These  students  feel  an  undeniable  commitment  to  our 
minority  communities,  and  the  major  problem  is  that  there  are 
simply  not  enough  of  these  dedicated,  talented,  and  compassionate 
students. 

The  under-representation  of  our  minority  communities  is 
strikingly  evident.   Drs.  Jones,  Etzel  and  Barzansky  reported  in 
the  August  21,  1991  issue  of  the  Journal  of  the  American  Medical 
Association  that  blacks  and  other  minorities  continued  to  be 
under-represented  in  the  nation's  medical  schools.  In  1990,  when 
over  12  percent  of  the  nation's  population  was  black,  blacks 
accounted  for  only  7.6  percent  of  the  first  year  medical  students 
and  5.9  percent  of  medical  school  graduates. 

Indeed,  the  Association  of  American  Medical  Colleges  has  reported 
that,  in  1989,  all  under-represented  minorities  made  up  only 
about  10  percent  of  U.S.  medical  students,  and  less  than  3 
percent  of  medical  college  faculties  were  members  of  minority 
groups.   For  the  academic  year  1989-1990,  there  were  23  percent 
fewer  black  male  medical  students  than  in  1970-1971. 

There  is  a  similar  under-representation  in  the  hard  sciences.   In 
its  November  13th,  1992  issue.  Science  magazine  offered  a  cover 
story  on  "Minorities  in  Science:   The  Pipeline  Problem",  calling 
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past  programmatic  results  "dismal."   Dr.  Walter  Massey,  former 
Director  of  the  National  Science  Foundation,  argued  in  that  same 
issue  of  Science  that  "....(many  of  us)  have  considered  the 
under-representation  of  minorities  in  science  and  engineering  an 
intractable  problem.   But  it  is  not." 

We  can  overcome  this  under-representation.   There  are  success 
stories,  but  not  enough  of  them.   The  paucity  of  participation  by 
minorities  in  medicine  and  in  the  sciences  is  characteristic  of 
a  long-term,  complex,  multi-faceted  set  of  variables  which  will 
reguire  a  sustained,  vigorous,  and  visionary  commitment  from  our 
high  schools,  colleges,  medical  schools,  graduate  schools,  and 
support  organizations  —  and  from  this  Subcommittee  and  the 
entire  Congress. 

There  is  much  that  the  government  can  do,  and,  again,  this  budget 
is  headed  in  the  proper  direction.   I  was  pleased  to  see  that  the 
FY  1994  budget  includes  $23.4  million  for  Minority  Centers  of 
Excellence,  $10.4  million  for  Exceptional  Need  Scholarships,  $38 
million  for  Disadvantaged  Assistance,  and  $7.9  million  for  Loans 
for  Disadvantaged  Students. 

I  was  also  pleased  to  see  the  budget  includes  $100.9  million  in 
funding  for  strengthening  Historically  Black  Colleges  and 
Universities.   Without  these  schools,  many  members  of  the 
African-American  community  would  not  receive  the  opportunity  for 
a  college  education,  and  the  wealth  of  knowledge,  culture  and 
opportunity  that  such  an  experience  represents. 

Mr.  Chairman,  I  also  support  the  addition  of  11  Historically 
Black  Graduate  and  professional  Schools  to  Part  B,  Section  326  of 
Title  III,  as  amended  by  the  Higher  Education  Amendments  of  1992. 
As  you  know,  Mr.  Chairman,  the  Morehouse  School  of  Medicine 
supported  the  inclusion  of  these  schools  to  the  prior  list  of  5 
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institutions,  and  I  am  pleased  that  all  of  the  listed  schools 
have  been  made  eligible  to  participate.   However,  I  am  concerned 
about  the  funding  level,  which  is  not  adeguate  to  accommodate 
both  the  prior  and  the  new  schools  in  this  program.   I  urgently 
reguest  that  you  raise  the  funding  level  to  $18  million,  which  is 
more  representative  of  the  funding  needs  for  this  program  to 
accomplish  its  goals.   This  will  help  to  strengthen  the 
developmental  programs  so  crucial  to  the  continued  viability  of 
these  schools. 

Primary  Car* 

The  proposed  budget  increases  the  funding  for  Primary  Care 
Education  Programs  to  $103  million  and  provides  $139  million  for 
the  National  Health  Service  Corps  (NHSC) .   This  is  a  much-needed 
increase.   We  simply  must  place  a  greater  priority  on  the 
delivery  of  primary  care  services,  especially  in  underserved 
areas. 

According  to  the  Council  on  Graduate  Medical  Education,  we  need 
more  than  half  of  our  nation's  physicians  to  be  primary  care 
providers  for  the  optimal  delivery  of  health  care.   Yet,  the 
number  of  U.S.  medical  graduates  entering  residencies  in  internal 
medicine,  family  practice,  or  pediatrics  fell  by  19  percent  from 
1986  to  1992. 

The  future  looks  even  less  promising.   If  the  1992  graduates  of 
U.S.  medical  schools  persist  in  their  plans,  only  about  16 
percent  will  become  primary  care  practitioners  (11  percent  in 
family  practice,  3  percent  in  general  internal  medicine,  and  2 
percent  in  general  pediatrics) . 

We  must  re-orient  medical  education  in  this  country  to  produce 
the  number  of  primary  care  physicians  needed  for  provision  of 
guality  health  care.   We  need  curriculum  reform,  development  of 
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strong  family  practice  departments,  more  programs  in  general 
internal  medicine,  general  pediatrics,  and  more  primary  care 
clerkships. 

We  must  continue  to  examine  the  economic  restructuring  of 
physician  reimbursement  and,  possibly,  limitation  of  support  for 
specialty  residencies. 

We  clearly  need  direct,  specific,  and  comprehensive  solutions 
from  the  medical  community  and  from  the  government.   An  important 
role  must  be  played  by  an  expanded,  fully-funded  NHSC.   The  Corps 
is  one  of  the  most  vital,  cost-effective,  and  direct  responses  to 
the  medical  needs  of  the  underserved. 

I  worked  very  hard  with  Health  Resources  and  Services 
Administrator  Bob  Harmon  and  former  Assistant  Secretary  for 
Health  James  Mason  to  revitalize  the  NHSC.   We  raised  the  budget 
from  $48  million  to  over  $100  million  during  my  tenure  as 
Secretary.   But  the  Corps  must  be  further  enhanced  in  stature, 
credibility  and  attractiveness.   We  desperately  need  Corps 
members  in  our  underserved  areas.   We  don't  have  enough  personnel 
to  meet  the  needs  of  these  citizens  now.   At  the  end  of  1991, 
more  than  35  million  people  were  in  2,100  designated  health 
personnel  shortage  areas.   And  to  meet  the  needs  projected  for 
the  year  2000,  we  will  need  to  tackle  shortages  of  more  than 
4,000  primary  care  practitioners,  1,700  dentists,  and  1,800 
mental  health  professionals.   This  will  only  be  done  with  a 
vigorous,  attractive  NHSC,  which  must  be  given  the  needed  support 
in  our  Federal  budgets  and  in  our  medical  education  community. 

Direct  Federal  Responses 

Finally,  Mr.  Chairman,  we  also  must  work  for  more  effective 
government  efforts  to  address  health  disparities  in  our  minority 
communities.   These  programs  must  be  direct,  comprehensive,  and 
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culturally-sensitive.  They  cannot  be  half-hearted  or  faint.  Now 
is  the  time  for  consensus  and  action  —  not  false  promises  —  and 
the  government  must  be  as  creative  and  supportive  as  possible. 

For  instance,  as  Secretary  I  established  a  Five-Point  Minority 
Health  Plan,  which  was  designed  to  increase  access  to  primary  and 
preventive  care  in  urban  and  rural  areas;  increase  the  supply  of 
health  professionals  in  underserved  areas;  encourage  early 
prevention  care  for  children,  including  immunization  and 
screening;  establish  a  "Ready  to  Learn  School  Health  Program"  to 
emphasize  the  link  between  good  health  and  learning  and  prevent 
hypertension  through  enhanced  research  and  education. 

In  addition  to  many  other  programs  to  address  minority  health 
disparities,  I  also  worked  to  establish  a  Federal  Minority  Male 
Initiative  to  provide  funding  to  local  organizations  for  efforts 
to  generate  local  solutions  and  to  fund  demonstration  projects  in 
support  of  creative  programs  for  outreach  and  service 
coordination.   HHS  funds  developed  for  this  initiative  totalled 
more  than  $100  million. 

As  well,  I  applaud  the  $15  million  increase  for  the  Minority 
Health  Initiative,  bringing  funding  levels  up  to  $158  million. 
This  is  a  sound,  prudent  investment. 

Mr.  Chairman,  let  me  also  add  that  the  $2.2  billion  slotted  for 
the  Centers  for  Disease  Control  and  Prevention,  an  increase  of 
almost  $500  million  dollars  over  last  year,  is  a  wise  decision. 
We  will  never  get  health  costs  under  control,  nor  will  we  improve 
the  health  status  of  our  citizens,  unless  we  invest  on  the  front- 
end  of  the  health  care  system.   We  must  enhance  all  of  our  health 
promotion/disease  prevention  efforts.  CDC  represents  one  of  our 
first  lines  of  defense  against  disease,  and  a  strong,  fully- 
funded  CDC  is  good  for  every  one  of  our  citizens. 
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Conclusion 

Mr.    Chairman,    today    I   have   asked   this   committee   to   remember   our 
underserved  minority  communities.      If  we   are   to  eliminate   the 
long-standing,    growing,    deadly  disparities   in  health   status 
between  the  general   population  and  our  minority  communities,    we 
need   to   invest   in  producing  more  minority  health  professionals, 
providing  more  primary  care,    and   funding  direct   programs   that 
target   those  most   in   need. 

Mr.    Chairman,    I   support  this   budget.    It   takes  us   in  the   right 
direction.      But    it    is   only   one   step  on   a    long,    difficult   road   to 
improved  health   for  our   nation's  minority  communities.      I   hope 
that  this  committee  will   continue   to   look   for  ways   to  assist  our 
minority  citizens   to  receive  the   full   measure  of   the  American 
social   contract  by   improving  the  health,    longevity,    and 
productivity   of   those  who  have   been    left   behind. 

Mr.    Chairman,    I   thank  you  and  the   Subcommittee   for    inviting  me  to 
share   these  perspectives  with  you.      I   would   be  delighted  to 


STATEMENT  OF  ROBERT  ROSS,  ON  BEHALF  OF  THE  MUSCULAR 
DYSTROPHY  ASSOCIATION,  INC. 
The  Muscular  Dystrophy  Association  is  a  national  voluntary  health  agency  founded 
in  1950  by  a  group  of  parents  whose  youngsters  had  muscular  dystrophy  and  who 
firmly  believed  that  there  are  no  incurable  diseases,  only  diseases  for  which  no 
treatments  have  yet  been  found.  That  basic  philosophy  has  animated  MDA  ever 
since. 

MDA  works  to  combat  40  neuromuscular  diseases  through  basic  and  applied 
scientific  investigation,  comprehensive  programs  of  patient  services  and  clinical 
care,  and  widespread  professional  and  public  health  education.   MDA  is  the  world's 
leading  voluntary  health  agency  fostering  research  and  care  for  individuals  with 
neuromuscular  disorders.  Since  its  inception,  this  Association's  programs  have  been 
funded  almost  entirely  by  individual  private  contributors. 

In  addition  to  its  comprehensive  patient  services  program  offering  diagnostic 
services,  therapeutic  follow-up  care,  selected  durable  medical  equipment  and  a  host 
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of  support  services,  the  Association  allocates  some  $20  million  for  research 
annually.  MDA's  research  program  funds  hundreds  of  individual  scientific 
investigators  as  well  as  interdisciplinary  investigations  at  MDA's  university-based 
research  centers. 

In  1992  alone  there  were  a  number  of  significant  neuromuscular  disease  research 
findings.  One  of  the  most  noteworthy  involved  seven  MDA-funded  research  teams 
in  five  countries  that  contributed  to  the  discovery  of  the  genetic  defect  linked  to 
myotonic  muscular  dystrophy  --  a  form  of  muscular  dystrophy  characterized  by 
delayed  relaxation  of  muscles  after  contraction.  It  is  the  most  prevalent  adult  form 
of  the  disorder.  In  other  developments,  an  MDA-supported  scientific  team  found 
the  gene  defect  that  causes  the  recessive  form  of  myotonia  congenita,  a  disease  that 
can  have  its  initial  onset  in  early  childhood  and  is  characterized  by  muscle  stiffness 
and  cramps.  Other  discoveries  included  the  pinpointing  of  the  gene  for  peripheral 
nerve  disease;  identification  of  the  genetic  defect  that  may  cause  another  form  of 
muscular  dystrophy  called  facioscapulohumeral  or  (FSH)  for  short;  and  the 
discovery  of  the  protein  called  utrophin  which  resembles  dystrophin  and  was  found 
to  play  a  role  in  muscle  cells  similar  to  that  of  dystrophin,  the  key  protein  in  muscle 
development  discovered  and  named  by  MDA  researchers  in  1987.  The  latter 
finding  shortly  followed  the  discovery  of  the  gene  that  when  defective  results  in 
Duchenne  muscular  dystrophy  --  the  most  common  childhood  form  of  the  disorder. 

The  announcement  of  the  discovery  of  the  gene  defect  underlying  Duchenne 
muscular  dystrophy  in  October  of  1986  ushered  in  a  new  era  in  neuromuscular 
disease  research.  The  technology  developed  by  researchers  supported  by  MDA  has 
since  been  refined  and,  in  combination  with  new  technology,  has  dramatically 
enhanced  scientific  investigation  of  the  causes  of  heritable  disorders. 

Virtually  every  day,  dramatic  breakthroughs  are  being  reported  in  the  scientific 
effort  to  defeat  neurologic  and  neuromuscular  disorders.  It  has  been  acknowledged 
by  the  scientific  community  that  --  given  sufficient  resources  --  this  decade  can 
witness  enormous  progress  in  the  treatment  of  such  disorders. 

MDA  has  paved  the  way  for  such  breakthroughs.  The  work  that  eventually  resulted 
in  the  discovery  of  the  Duchenne  muscular  dystrophy  gene  defect  was  supported 
almost  entirely  by  MDA;  the  research  team  that  achieved  the  breakthrough  had  no 
NIH  funding. 

Since  that  monumental  discovery  in  1986,  the  genetic  defects  that  cause  some  13 
other  neuromuscular  disorders  encompassed  by  MDA's  program  have  been 
identified.  Most  recently  MDA-funded  researchers  have  identified  a  gene  that, 
when  flawed,  results  in  a  chemical  imbalance  that  causes  amyotrophic  lateral 
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sclerosis  (ALS)  more  commonly  known  as  Lou  Gehrig's  disease.  This  has  been 
referred  to  as  the  most  significant  finding  ever  in  the  effort  to  find  the  cause  of  ALS. 
Soon  after  the  announcement  of  the  discovery,  MDA  convened  key  researchers  and 
clinicians  to  plan  additional  clinical  trials  as  an  outgrowth  of  this  discovery.  We 
expect  to  begin  these  ALS  clinical  trials  within  the  next  few  months 

MDA  has  urged  researchers  in  the  field  of  neuromuscular  disease  to  accelerate 
their  efforts  to  apply  advances  in  molecular  genetics  to  the  search  for  treatments 
and  cures  for  muscular  dystrophy  as  well  as  other  neuromuscular  diseases  for  which 
the  culprit  genes  and  their  corresponding  proteins  are  known.  But  MDA  must  have 
the  government  as  a  partner  in  this  endeavor  if  we  are  to  hasten  the  day  when 
heritable  neuromuscular  diseases  will  be  included  among  the  disorders  for  which 
treatments  are  available. 

The  National  Advisory  Council  of  the  National  Institute  of  Neurological  Disorders 
and  Stroke  has  recommended  an  N1NDS  budget  of  $900  million  for  fiscal  year  1994 
to  achieve  effective  outcomes  by  the  end  of  the  decade  for  many  neurological  and 
neuromuscular  disorders.  There  is  enormous  momentum  in  neuromuscular 
research  at  this  time  but,  if  the  low  level  of  support  of  NINDS  continues,  that 
momentum  will  be  lost.  Our  government  has  the  opportunity  to  play  a  decisive  role 
in  the  effort  MDA  has  been  leading  to  save  or  improve  the  lives  of  a  million 
Americans.  I  urge  you  to  do  all  you  can  to  insure  an  appropriation  of  $900  million 
to  NINDS. 

A  relatively  small  investment  in  research  will  ultimately  lead  to  the  incalculable 
difference  that  treatments  and  cures  will  make  in  the  lives  of  a  multitude  of 
Americans  and  their  families,  and  contribute  to  a  vast  savings  in  health  care  costs. 
A  partnership  between  MDA  and  the  U.S.  government  will  reap  rich  dividends. 


STATEMENT  OF  WARREN  ADAMS,  PRESIDENT,  NATIONAL 
ALLIANCE  FOR  THE  MENTALLY  ILL 

Thank  you  Chairman  Harkin  for  the  opportunity  to  submit  this  statement  for  the  Hearing 
Record  on  behalf  of  150,000  NAMI  family  members  concerning  the  FY  1994  Appropriations  for 
the  National  Institute  of  Mental  Health  (NIMH)  and  the  Substance  Abuse  and  Mental  Health 
Services  Administration  (SAMHSA).  We  are  also  grateful  for  the  opportunity  you  presented  to 
me  personally  and  the  Iowa  Alliance  for  the  Mentally  III  at  our  Spring  Conference  in  Iowa  City 
on  May  1,  1993  to  discuss  first-hand  the  incredulous  cuts  in  funding  for  mental  illness  research 
and  services  in  this  Decade  of  the  Brain. 

The  Administration's  proposal  is  less  than  a  straightline  budget,  or  a  current  services 
budget,  or  even  a  "hard  freeze"  budget.  Over  the  last  five  years,  the  number  of  competing 
research  project  grants  has  declined  from  390  in  FY  1989  to  a  projected  305  in  FY  1993.  During 
this  same  period  and  projected  into  FY  1994,  the  sucess  rate  will  decline  from  29.3%  to  17.8%  - 
-  the  lowest  in  NIMH  history  --  a  rate  which  will  be  among  the  lowest  in  the  NIH  Institutes. 
Moreover,  to  reconcile  the  drastic  reduction,  NIMH  predicts  no  new  hiring  or  staff  replaceament 
for  extramural  programs  for  a  least  the  next  18  months.  Such  significant  loses  will  seriously 
affect  essential  activities  like  grant  review,  already  operating  at  minimal  critical  mass. 
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Wc  were  well  aware  it  was  this  Subcommittee  that  last  year  included  Report  Language 
directing  the  National  Institutes  of  Health  to  provide  the  Subcommittee  with  a  Decade  of  the 
Brain  update  prior  to  the  NIH  hearing  on  the  FY  1994  Appropriations  bill.  Therefore,  we  were 
especially  heartened  by  your  response  in  Iowa  City  --  confirming  that  you  were  deeply  concerned 
(as  your  colleagues  on  the  same  House  Subcommittee)  —  and  had,  in  fact,  discussed  the  critical 
shortfalls  with  President  Clinton.  Moreover,  your  personal  pledge  to  do  all  you  could  to  restore 
the  necessary  funding  was  most  encouraging. 

The  investigative  and  scientific  arm  of  the  U.S.  Congress,  the  Office  of  Technology 
Assesment  (OTA),  in  their  recent  report  The  Biology  of  Mental  Disorders,  urged  the  nation  to 
"capitalize  on  gains  recently  achieved  as  a  result  of  previous  biomedical  and  behavioral 
research  investment."   The  social  burden  of  mental  illness  is  difficult  to  compare  with  that  of 
other  types  of  illness,  but  according  to  the  same  Report,  "it  is  generally  of  the  same  magnitude 
as  cancer  and  heart  disease."    These  mental  illnesses  take  a  large  toll  on  society,  afflicting 
millions  of  Americans  and  costing  the  nation  more  than  $100  billion  each  year.    Yet  based  on 
the  costs  of  the  illnesses,  research  spending  for  mental  illnesses  is  lower  than  that  for  cancer  or 
heart  disease  as  reflected  below. 

Chairman  Harkin,  we  agree  that  it  is  no  exaggeration  to  state  that  investment  this 
Subcommittee  and  the  Congress  has  made  in  neuroscience  has  revolutionized  the  study  of  mental 
illness.  New  technologies  enable  scientists  to  probe  more  thoroughly  everything  from  the  tiniest 
molecules  to  the  interaction  of  large  collections  of  nerve  cells,  giving  us  insights  into  the  more 
than  100  billion  nerve  cells  that  together  make  up  the  brain.  The  confluence  of  technological 
advances,  rapidly  accruing  knowledge  in  the  neurosciences,  and  considerable  optimism  among 
researchers  calls  for,  at  the  very  least,  a  sustained  level  of  investment  for  biological  research  into 
mental  illnesses;  undoubtedly,  this  research  enterprise  could  effectively  use  even  higher  levels 
of  funding.  To  reduce  funding  would  be  to  ignore  the  opportunities  that  exist  at  this  time,  thus 
failing  to  capitalize  on  the  investment  and  gains  to  date. 

COMPARISON:  FEDERAL  RESEARCH  FUNDING  VS.  DISEASE  IMPACT 


No.  of  People 
Affected  In  U.S. 

Federal 
Research  Pundlnq 

$19). 691. 000 

n 

Funding 
Affected 

$17 

Per 

Person 

No.  Deaths 
Per  Year 

39.707   /6 

New  Cases 
Per  Year 

11.520,000 

Mental  Disorders 

23.400.000 

/l 

/ll 

AIDS 
HIV  . 

111.211 

1.000,000 

11 

n 

$1,100,000,000 

IS 

$11 
$1 

.481 
.300 

50,000 

/2 

52,000 
65.000 

n 

/3 

Hea  t  c  Cond  I t 1 ons 

20.2S0.000 

IK 

$1.000.000, 000 

/8 

$49 

777,000 

/10 

NA 

Cancer 

8. 000,000 

/S 

$1,400,000,000 

/» 

$175 

500,000 

/10 

1,040,000 

/12 

Diabetes 

6.221.000 

/« 

$272,919,000 

19 

$44 

NA 

500,000 

/13 

Alcohol  Abuse 

21.S0O.000 

/« 

$119,S09,000 

n 

$6 

95.000 

/6 

HA 

Drug  Abuse 

S. 200. 000 

/6 

$190,568,000 

n 

$37 

6,100 

/6 

NA 

1)  Based  on  one  month  prevalence  of  13%,  and  U.S.  population  in  1989.  adult  and  over  (180.000.000).    Findings 
of  Rcgier  el  al.:The  Defacto  U.S.  Mental  and  Addiction  Disorders  Service  System  (Archives  1993). 

2)  Number  with  AIDS.  1989,  using  new  definition  of  1992  (CDC.  AIDS  Surveillance  Office). 

3)  Current  estimate.   NIMH.  Office  of  AIDS  Programs. 

4)  1988.   (Statistical  Abstract  of  the  U.S.,  1991,  p.  120). 

5)  Current  estimate.   (American  Cancer  Society). 

6)  Diagnosed.   (Rice  et  al:   Economic  Cost  of  Alcohol  and  Drug  Abuse  and  Mental  Illness;  1985.  1990). 

7)  Actual  FY  1989  Institute  Research  Budget;  NIMH.  NIAAA  &  NIDA  (FY  1991  Congressional  Justifications.  Vol 
VII). 

8)  Total  Federal  research,  1989  (Robert  Wood  Johnson  Foundation:   Challenges  in  Health  Oire.  1991.  p.  48). 

9)  Total  Public  Health  Service  diabetes  research  in  1989  (FY  1992  Moyer  Report). 

10)  1989  deaths.   (Robert  Wood  Jolmson  Foundation:   Challenges  In  Heallh  Care,  1991.  p.  48). 

1 1)  Incidence  rate  of  6.4%  per  year,  new  cases  (180.000.000  adults  18  and  over  in  1989  NIMH  unpublished  dala). 

12)  1990.   (Statistical  Abstract  of  the  U.S.,  1991.  p.  123). 

13)  National  Institute  of  Diabetes  and  Digestive  and  Kidney  Diseases  (FY  1992  Moyer  Report). 
NA  =  Not  Available. 
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SERVICES/CMHS 

Now,  Mr.  Chairman,  may  we  turn  to  services.  The  reorganization  of  the  old  ADAMHA  in  the  last 
Congress  created  hope  and  opportunity  for  the  federal  role  in  the  public  sector  delivery  of  services  to 
persons  with  severe  mental  illnesses.  This  hope  and  opportunity  now  reside  with  lite  new  Substance 
Abuse  and  Mental  Health  Services  Administration  (SAMHSA)  in  the  Center  for  Mental  Health  Services 
(CMHS).  The  SAMHSA  proposal  for  the  funding  of  the  Center  is  seriously  deficient.  NAM1  supports 
the  recommendations  of  the  Mental  Health  Liaison  Group,  endorsed  for  the  FY  94  appropriations  by  31 
organizations  in  the  Mental  Health  coalition,  in  addition  to  NAMI. 

Background 

Reasserting  federal  leadership  in  the  mental  health  services  field  is  only  half  accomplished.  If  funding 
fails  to  follow  authorization,  last  year's  reform  cannot  possibly  reach  its  potential.  CMHS  has  the 
leadership  roles  in  policy  development,  data  collection  and  analysis,  and  stewardship  of  the  federal 
resources.  The  total  volume  of  CMHS  programs,  the  responsibilities  it  has  in  all  fifty  states,  the  need  for 
Regional  Offices  presence  to  fulfill  these.  -  all  argue  for  at  least  minimal  staffing  of  each  statutory 
function.  Adequate  staffing  for  the  new  Center  for  Mental  Health  Services  (CMHS)  should  be  a  priority 
in  Appropriations  for  mental  health  services. 

The  conference  report  on  the  1992  ADAMHA  Reorganization  Act  (H  Rpt  102-522)  states: 

"The  principal  purpose  of  the  reorganization  is  to  fully  develop  the  Federal  government's 
ability  to  target  effectively  substance  abuse  and  mental  health  services  to  the  people  most 

in  need It  is  the  conferee's  intention  that  this  reorganization  be  implemented  in  a 

manner  that  strengthens  the  federal  effort Sufficient  resources  and  personnel  shall 

be  made  available  to  each  of  the  federal  agencies  affected  by  the  reorganization  to 
enable  each  to  carry  out  the  functions  assigned  to  it."  (Emphasis  added.) 

Considering  only  these  high  profile  mandates:  Administering  the  Mental  Health  Services  Block  Grant, 
including:  compliance  reviews,  and  evaluations  of  the  state  block  grant  implementations;  Administering 
the  new  Child  Mental  Health  competitive  grant;  Conducting  Studies  related  to  the  Law  &  Mental  Health, 
including:  relationships  to  the  Americans  with  Disabilities  Act,  Jail  Diversion,  and  Criminal  Justice 
System;  Targeting  services  to  undcrserved  areas  and  populations,  including:  Women,  Minority,  Elderly, 
Rural;  Focusing  on  AIDS  --  Seven  staff  positions  survived  the  reorganization  to  perform  these  statutory 
functions.  (At  the  time  the  services  responsibilities  were  separated  from  the  National  Institute  of  Mental 
Health  (NIMH),  there  were  either  no  staff  currently  assigned;  or  assigned  services  staff  were  taken  away 
without  replacement  from  CMHS,  by  being  transferred  to  the  newly  reconfigured  NIMH.] 

MHLG  Proposal  and  Justification 

Including,  and  in  addition  to  programs  mentioned  above,  CMHS  has  on-going  responsibility  over  the 
following  un-  or  under-  staffed  Programs.   Appropriate  staffing  recommendations  appear  with  each: 

Community  Mental  Health  Services  Block  Grant  (new)  -  administer  $275  ml  program  5  FTE's 

Child  Mental  Health  Services  -  implement  new  Act  5  FTE's 

Adult  Severe  Mental  Illness  -  CSP,  McKinney  ACCESS.  Protection  &  Advocacy  grants  10  Persons 

Women's  Mental  Health  -  new  requirements  for  data  collection  &  program  development  3  FTE's 

Minority  Mental  Health  -  minority  staff  needed  in  program  &  policy  5  FTE's 

Mental  Health  &  Aging  -  improve  services  among  elderly,  including  with  Alzhcimers  2  FTE's 

Rural  Mental  Health  -  development  of  service  programs  tailored  to  needs  3  FTE's 

AIDS  -  improve  MH  services  to  AIDS  patients,  prevent  infection  among  mentally  ill  5  FTE's 

Americans  with  Disabilities  Act  -  implementation  with  Department  of  Justice  4  FTE's 

Criminal  Justice  System  -  promote  diversion  of  persons  with  mental  illness  5  FTE's 

Prevention  -  new  mandates  call  for  CMHS  leadership  in  prevention  5  FTE's 

Program  Management  -  grants/contract  management,  assure  external  peer  review  10  Persons 

Program  Evaluation  -  design  and  process  outcome  evaluations  required  in  Act  3  Persons 

Mental  Health  Financing  -  liaison  with  other  Federal  financing  agencies  4  FTE'S 

Clearinghouse  St  Technical  Assistance  Functions  -  Act  requires  clearinghouse  3  Persons 

Executing  these  statutory  obligations  with  accovntabiijty  -  and  timeliness  -  will 
require  an  additional  72  staff  at  an  annualized  cost  of  $  5.6  million. 


755 


STATEMENT  OF  THE  NATIONAL  ASSOCIATION  OF  ANOREXIA 
NERVOSA  AND  ASSOCIATED  DISORDERS  [ANAD] 

The  National  Association  of  Anorexia  Nervosa  and  Associated  Disorders,  ANAD  is  America's 
oldest  non-profit  organization  dedicated  to  preventing  eating  disorders  and  to  providing  free 
helping  services  for  the  estimated  eight  million  victims  and  their  families  in  the  United  States. 

Our  nation  is  increasingly  aware  that  eating  disorders  are  desperate  illnesses  that  strike  all 
segments  of  our  population,  ruin  lives  and  often  cost  tens  of  thousands  of  dollars  to  treat 
a  single  case.   This  includes  cases  which  come  under  government  programs  such  as  Medicare 
or  public  aid.   There  are  countless  others  who  cannot  afford  any  treatment  or  receive  band-aid 
assistance  from  community  mental  health  agencies.    Most  state  hospitals  are  not  equipped  to 
treat  these  disorders  except  for  a  severe  crisis  situation  encompassing  a  few  days. 

Mortality  rates  are  estimated  to  be  six  percent  or  higher  for  serious  cases.    Totally  unknown  is 
the  percentage  of  death  among  people  not  being  actively  treated  or  known  to  have  an  eating 
disorder  because  the  cause  is  attributed  to  cardiac  arrest,  respiratory  arrest,  or  other  conditions 
actually  caused  by  one  or  more  of  the  following:   starvation,  excessive  exercise,  abuse  of 
laxatives,  diet  pills,  diuretics  or  emetics. 

Some  studies  indicate  that  the  incidence  of  eating  disorders  is  growing  rapidly.   This  is  not 
surprising,  given  our  culture's  obsession  with  thinness  and  billion  dollar  industries  dedicated  to 
weight  loss  which  contribute  to  the  initiation  and  progression  of  these  destructive  behaviors. 

Anorexia  nervosa,  bulimia,  compulsive  eating  and  tendencies  leading  to  these  illnesses  are  being  doc- 
umented in  very  young  populations.    In  1992,  Dr.  Timothy  Brewerton  from  the  Medical  University  of 
South  Carolina  surveyed  3,100  fifth  through  eighth  grade  students.    Forty  percent  felt  they 
were  too  fat  or  wanted  to  lose  weight  even  though  less  than  20  percent  actually  were  over- 
weight.   One  third  of  these  children  said  they  dieted,  10  percent  had  fasted  and  almost  five  per- 
cent had  vomited  to  lose  weight.    Others  reported  using  diet  pills,  laxatives  or  diuretics.    Dr. 
Brewerton  said,  "Any  kid  who  has  ever  vomited  or  taken  pills  to  lose  weight  has  a  problem." 

It  is  a  fact  that  any  kid  who  maintains  these  behaviors  for  any  length  of  time  runs  the  risk  of 
stunted  growth,  both  physically  and  emotionally.    Large  numbers  of  young  people  report  their 
use  and  misuse  of  diet  products  which  are  sold  over  the  counter  without  any  restrictions.   They 
are  not  aware  that  these  potentially  dangerous  products  can  cause  lifelong  problems  or  even  death. 

According  to  an  ANAD  study  of  students  in  20  high  schools  in  18  states,  eleven  percent,  mostly 
young  women,  suffer  from  an  eating  disorder.    Other  studies  and  hundreds  of  thousands  of  direct 
contacts  with  ANAD  document  that  these  illnesses  strike  young  and  old,  rich  and  poor,  including 
all  minorities. 

For  these  reasons,  we  once  more  ask  Congress  to  recommend  that  $  5,000,000  be  allocated  to 
prevent  eating  disorders  through  increased  education  and  public  awareness  programs.    The  first- 
ever  grant  made  last  year  to  initiate  a  public  education  program  was  $  1,000,000,  but  much  more 
support  is  needed  at  this  time  to  combat  an  epidemic  that  is  destroying  the  lives  and  productive 
potential  of  millions  of  our  citizens. 

Both  in  numbers  of  victims  and  cost  of  treatment,  anorexia  nervosa,  bulimia  and  compulsive  eating 
are  the  major  illnesses  in  our  country  which  do  not  now  and  never  have  received  adequate  under- 
standing or  support.    For  example,  allocations  to  combat  alcohol,  drugs,  schizophrenia  and  af- 
fective disorders  are  each  funded  at  a  multiple  of  the  $  9,000,000  which  was  designated  for  eating 
disorders  research  in  FY  92. 

Prevention  programs  available  at  an  early  age  could  be  instrumental  in  reducing  the  incidence 
of  eating  disorders,  chemical  dependency  and  other  negative  responses  that  plague  our  society. 
We  need  to  teach  correct  notions  about  nutrition,  body  development  and  growth  in  an  atmosphere 
which  also  encourages  emotional  health.    We  need  programs  designed  to  support  the  best  life 
decisions.    Our  young  people  need  to  learn  self-respect,  appropriate  responses  to  both  successes 
and  failures,  and  ways  of  handling  change  which  is  always  difficult  for  a  person  with  an  eating 
disorder. 

Although  eating  disorders  have  many  causes,  funding  is  desperately  needed  to  develop  a  com- 
prehensive public  health  program  to  educate  our  youth  and  our  citizens  in  general  to  over- 
come our  mistaken  and  dangerous  fascination  with  thinness  as  an  ultimate  ideal  and  to  focus 
on  the  real  values  in  life  and  health.    The  media  barrage  which  promotes  thinness  is  so  enormous 
that  inaction  regarding  these  issues  is  unthinkable! 

All  ANAD  programs  are  free  and  demonstrate  that  effective  helping  and  prevention  health  pro- 
grams need  not  be  expensive.   Our  programs  offer  valuable  references  in  creating  low  cost 
health  and  prevention  programs. 
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To  assist  young  people  and  adults  to  avoid  the  terrible  suffering  and  cost  of  anorexia,  bulimia 
or  compulsive  eating,  ANAD's  education  and  advocacy  programs  seek  to  prevent  eating  disorders 
through  sponsoring  thousands  of  talks  in  communities  and  schools  each  year;  through  mailing 
information/early  detection  packets  throughout  the  nation;  and  through  training  seminars  for 
professionals.    Advocacy  programs  include  seeking  legislation  to  prohibit  the  over  the  counter 
sale  of  diet  products  to  adolescents;  promoting  community  and  state  support  systems;  intervening 
to  stop  deceptive  advertising;  making  presentations  to  U.S.  Congressional  and  other  governmental 
bodies;  fighting  insurance  discrimination;  and  encouraging  responsible  television  programs  and 
articles  in  magazines  and  newspapers. 

Free  helping  services  assist  hundreds  of  thousands  each  year  and  include  a  national  hotline,  support 
groups  and  resource  people  in  all  50  states  and  numerous  foreign  countries,  and  referrals  for  those 
seeking  therapy. 

INSURANCE  DISCRIMINATION  AND  DIFFICULTY  IN  SECURING  ADEQUATE  TREATMENT 
FOR  EATING  DISORDERS  VICTIMS 

Reports  of  insurance  discrimination  against  individuals  and  families  where  eating  disorders  exist 
are  now  commonplace. 

Eating  disorders  in  their  acute  state  are  as  much  of  a  medical  problem  as  a  psychiatric  problem. 
In  their  chronic  stage,  even  more  so,  with  a  mortality  rate  of  20  percent.    Once  the  disorder 
starts,  it  can  become  chronic  and  expensive.   Insurance  companies  may  participate,  but  only 
on  their  own  terms.    As  a  result  we  see  the  following:    eating  disorders  are  specifically  excluded 
from  policies;  entire  families  are  threatened  with  the  inability  to  get  insurance  if  a  member  has 
an  eating  disorder;  unrealistic  and  insufficient  time  for  treatment;  insurance  companies  creating 
their  own  criteria;  ignoring  the  criteria  of  professional  guidelines;  no  access  to  insurance  coverage 
whatsoever  because  of  pre-existing  state  or  financial  caps. 

Diagnosis  related  guidelines  developed  to  discourage  misuse  of  Medicare  funds  came  out  a  few 
years  ago.    Using  these  ideas  insurance  companies  have  increasingly  begun  to  practice  medicine 
by  making  decisions  whereby  patients  suffering  with  eating  disorders  are  prevented  from  being 
treated  both  in  a  physical  mode  and  a  mental  health  mode. 

Many  insurance  companies  allow  eating  disorders  treatment  only  under  mental  health  coverage. 
Even  when  coverage  is  allowed,  insurance  companies  under  the  guise  of  managing  the  care, 
will  allow  only  a  portion  of  the  coverage  to  be  used. 

An  example:   An  80  pound,  six-foot-one  man  was  allowed  medical  insurance  coverage  only 
until  he  reached  117  lbs.    His  medical  policy  coverage  was  $  1,000,000  but  he  was  allowed  to 
use  only  a  small  portion  of  that  policy.    His  $  10,000  mental  health  coverage  has  been  woefully 
inadequate.    In  essence,  he  was  denied  appropriate  use  of  his  medical  policy.    His  treatment 
had  only  just  begun  before  it  was  reduced  to  the  care  for  which  he  could  pay  personally,  plus 
any  cost-free  support  systems. 

Eating  disorders  are  very  much  a  mind/body  disorder.    This  man  needed  both  a  greater  weight 
gain  and  emotional  help  to  allow  him  to  think  clearly  and  to  address  the  distortions  in  his  think- 
ing before  any  real  change  could  take  place.    He  has  now  joined  the  ranks  of  those  who  have 
no  insurance  coverage. 

Some  mental  health  centers  try  to  assist  those  whose  ability  to  pay  for  treatment  is  negligible. 
Many  will  die,  others  will  maintain  a  living  hell,  and  others  will,  over  a  long  period  of  time, 
recover.   Still  others  will  slip  back  into  their  eating  disorder. 

According  to  a  research  study  by  Dr.  Katherine  Halmi,  Cornell  University,  the  best  recoveries 
are  achieved  by  those  who  after  a  reasonable  hospitalization  are  able  to  maintain  a  strong 
therapeutic  and  supportive  system  for  at  least  a  year.    There  are  many  whose  timetable  of 
recovery  is  several  years  beyond  that. 

It  is  difficult  to  understand  how  a  managed  care  company  is  better  able  to  determine  the 
needs  of  a  particular  patient  than  the  treatment  team  working  with  that  person.    It  is  not  un- 
usual for  managed  care  personnel  to  have  little  understanding  of  the  complex  needs  of  people 
with  eating  disorders.    An  Increased  practice  of  denying  coverage  contained  in  an  individual's 
insurance  policy  under  the  guise  of  saving  benefits  for  a  greater  crisis  In  the  future,  should 
be  investigated  as  a  fraudulent  practice. 

NEED  FOR  AN  EATING  DISORDERS  INSTITUTE 

In  FY  91,  grants  for  eating  disorders  research  were  made  by  thirteen  different  agencies.    We 
therefore  urge  Nil!  to  consider  the  creation  of  an  eating  disorders  center  or  institute  through 
which  all  grants  made  In  this  field  could  be  channeled.    This  would  assure  better  focusing 
on  relevant  research  and  facilitate  the  dissemination  of  new  information. 
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STATEMENT  OF  THE  NATIONAL  ASSOCIATION  OF  CHILDREN'S 
HOSPITALS  AND  RELATED  INSTITUTIONS,  INC. 

The  National  Association  of  Children's  Hospitals  and  Related  Institutions  (NACHRI)  is  pleased 
to  submit  the  following  statement  for  the  hearing  record  of  the  Senate  Subcommittee  on  Labor, 
Health  and  Human  Services,  and  Education,  Committee  on  Appropriations  for  Fiscal  Year  1994 
appropriations. 

NACHRI  represents  more  than  100  institutions  in  the  United  States,  including  free-standing 
children's  hospitals,  pediatric  departments  of  major  medical  centers,  and  specialty  hospitals 
such  as  pediatric  rehabilitation  and  chronic  care  facilities.  Virtually  all  of  the 
children's  hospitals  are  teaching  hospitals  and  research  centers.  Many  also  function  as 
regional  referral  centers  for  specialized  pediatric  care. 


While  children's  hospitals  are  best  known  as  tertiary  level  hospitals  providing  specialized 
inpatient  care  for  very  sick,  disabled,  or  injured  children,  they  are  also  major  providers 
of  outpatient  health  care  and  social  services.  These  services  include  not  only  emergency 
and  specialty  care  in  ambulatory  settings  but  also  primary  and  preventive  care.  Indeed, 
often  the  children's  hospital  functions  as  the  primary  care  pediatrician  for  children  in  the 
community  --  as  well  as  the  specialized  hospital  for  children  with  acute  and  chronic  care 


To  better  meet  the  health  and  social  service  needs  of  all  children  in  the  United  States, 
NACHRI  supports  a  strengthened  federal  investment  in  FY  1994  for  key  federal  maternal  and 
child  health  programs.  While  NACHRI  recognizes  the  harsh  economic  realities  now  facing  our 
country,  coupled  with  the  mounting  federal  deficit,  we  also  understand  that  "children  can't 
wait  while  adults  debate."  Now  --  more  than  ever  before  --  we  must  demonstrate  a  commitment 
to  our  nation's  children  by  providing  adequate  funding  for  federal  maternal  and  child  health 
programs.  By  doing  so  we  can  begin  to  ensure  that  all  children  not  only  receive  a  healthy 
start  in  life  but  also  have  access  to  high  quality  health  and  social  services. 

Recommendations 

The  failure  to  reach  pregnant  women  and  children  through  our  current  health  and  social 
service  delivery  systems  is  a  national  tragedy.  Many  of  the  risk  factors  contributing  to 
child  morbidity  and  mortality  can  be  substantially  reduced  through  the  provision  of  high 
quality  primary  and  preventive  health  care  targeted  at  pregnant  women  and  children,  including 
children  with  special  health  care  needs. 

•  Emergency  Medical  Services  for  Children  (EHS-C) 

The  EMS-C  program  supports  projects  designed  to  expand  and  improve  the  delivery  of 
emergency  medical  services  to  acutely  ill  and  seriously  injured  children.  The  program 
funds  pre-hospital  and  hospital  programs  which  provide  prompt,  on-site  assessment  and 
treatment  of  children's  emergency  conditions  and  rapid  transit  to  appropriate  medical 
facilities.  NACHRI  recommends  $10  mil  Hon  in  FY  1994  for  the  EHS-C  program.  This 
amount  is  a  $5.2  million  increase  over  FY  1993  funding  levels  and  the  President's  FY 
1994  budget  request.  The  increased  appropriation  would  enable  the  continuation  of  eight 
implementation  grants  and  award  sixteen  new  grants  to  states  currently  not 
participating  in  the  program.  This  amount  would  also  achieve  the  EMS-C  program's  goal 
of  awarding  grants  to  all  50  states  to  improve  children's  access  to  emergency  services. 

•  Pediatric  AIDS  Demonstrations 

The  Pediatric  AIDS  Demonstration  Program  is  the  primary  federal  program  serving  women, 
children,  adolescents  and  families  affected  by  HIV/AIDS.  Projects  funded  by  this 
program  develop  community-based,  family-centered  and  coordinated  treatment  and  support 
services  for  these  populations  and  provide  effective  ways  to  prevent  HIV  among 
children,  particularly  through  perinatal  transmission.  Unfortunately,  the  network  of 
demonstrations  does  not  reach  all  of  the  reported  cases  of  AIDS  among  children.  The 
projects  are  limited  to  22  of  the  91  metropolitan  areas  with  reported  cases  of 
pediatric  AIDS.  NACHRI  recommends  an  appropriation  of  S41.9  million  in  FY  1994  for 
the  Pediatric  AIDS  Demonstrations.  This  amount  is  $20  million  over  the  FY  1993  level 
and  the  President's  budget  request.  An  appropriation  of  $41.9  million  is  needed  for 
the  program,  because  demand  for  services  is  expected  to  double  next  year. 

•  Abandoned  Infants  Demonstrations 

The  Abandoned  Infants  Demonstration  Program  provides  support  to  organizations  to 
develop  projects  that  will  prevent  the  abandonment  of  hospitalized  infants  and  young 
children  whose  families  are  unable  to  take  them  home  when  they  are  medically  ready  for 
discharge.  Many  of  these  children  have  been  exposed  to  HIV  or  illicit  substances  in 
utero.  NACHRI  recommends  $30  minion  (the  full  authorization)  1n  FY  1994  for  the 
Abandoned  Infants  Demonstrations.  This  represents  an  increase  of  $16.5  million  over 
the  FY  1993  level  and  the  President's  FY  1994  budget  request  for  the  program. 
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§    Children  of  Substance  Abusers  (COSA)  Program 

The  COSA  program  was  enacted  into  law  last  year  as  part  of  the  reauthorization  of  the 
Alcohol  Drug  Abuse  and  Mental  Health  Administration  (ADAMAIIA).  The  purpose  of  COSA 
is  to  provide  comprehensive  health  and  social  services  to  children  affected  by 
substance  abuse.  No  funds  were  appropriated  last  year  for  this  program  and  the 
President  did  not  include  COSA  in  the  FY  1991  budget  request.  For  FY  1991  NACIIRI  is 
recommending  $50  million  (the  full  authorization)  for  COSA. 

•  Home  Visiting  Services  for  At-Rlsk  Families 

NACIIRI  also  recommends  an  appropriation  of  $30  million  (the  full  authorization)  for 
the  Home  Visiting  Services  for  At-Rlsk  Families  Program.  This  program,  enacted  along 
with  COSA  last  year,  remains  unfunded  and  the  President  did  not  include  funding  for 
this  program  in  his  FY  1994  request.  Projects  supported  under  this  program  would  be 
targeted  at  pregnant  women  at  risk  of  delivering  an  infant  with  a  health  or 
developmental  complication  or  a  poor  birth  outcome  and  for  families  that  include  a 
child  below  the  age  of  three  who  is  at  risk  of  developing  a  developmental  complication. 
Conclusion 

NACIIRI  appreciates  the  opportunity  to  comment  on  funding  priorities  in  FY  1994  for  key 
maternal  and  child  health  programs.  Please  feel  free  to  call  upon  our  organization  if  we 
may  be  of  further  assistance  during  the  appropriations  process. 

For  FY  1994  NACIIRI  recommends  the  following  levels  for  selected  maternal  and  child  health 
grants  programs  listed  below.  Together  these  ten  programs  --  which  account  for  only  12%  of 
the  public  health  service  budget  --  represent  the  federal  government's  core  investment  in 
the  public  health  infrastructure  and  child  health  care  service  delivery. 

•  Maternal  and  Child  Health  (HCH)  Block  Grant 

The  Maternal  and  Child  Health  Block  Grant  provides  funds  to  states  for  a  broad  range 
of  health  services,  Including  preventive  and  primary  care  services  for  children  and 
services  for  children  with  special  health  care  needs.  A  portion  of  the  block  grant 
is  also  retained  at  the  federal  level  for  special  projects  of  regional  and  national 
significance  (SPRANS)  and  Community  Integrated  Services  System  (CISS)  programs.  NACIIRI 
recommends  a  FY  1994  appropriation  of  $746  million  for  the  HCH  Block  Grant,  which  is 
$81  million  over  the  FY  1993  amount  and  $41  million  over  the  President's  request  for 
FY  1994.  Such  an  Increase  is  needed,  because  the  number  of  women  and  children  receiving 
services  under  this  program  has  nearly  doubled  in  recent  years  while  the  resources 
provided  have  failed  to  keep  pace  with  need. 

•    Community  and  Migrant  Health  Centers 

NACIIRI  recommends  a  FY  1994  appropriation  of  $855  million  for  Community  Health  Centers 
and  $100  million  for  the  Migrant  Health  Center  Program.  This  represents  a  $338.7 
mill  ion  increase  over  FY  1993  funding  levels  and  a  $274  million  increase  over  the 
President's  request.  Community  and  Migrant  Health  Centers  are  a  key  source  of  health 
care  services  for  Individuals,  many  of  whom  are  pregnant  women  and  children,  in  both 
rural  and  urban  medically  undeserved  communities  throughout  the  United  States. 

•  Healthy  Start 

The  Healthy  Start  Program,  initiated  by  the  Bush  Administration,  provides  grants  to 
15  communities  around  the  country  to  implement  community-specific  strategies  to  reduce 
infant  mortality  rates  by  fifty  percent  (50%)  over  a  five  year  period.  Projects  funded 
under  Healthy  Start  are  required  to  develop  coalitions  among  public  and  private 
entities  within  the  community  in  order  to  address  the  factors  that  contribute  to  high 
infant  mortality  rates.  These  grants  also  support  outreach,  public  information,  case 
management,  and  the  coordination  of  a  variety  of  health  and  social  services.  For  FY 
1994  NACIIRI  recommends  an  appropriation  of  $100  million  for  Healthy  Start,  which  is 
the  same  as  the  President's  request  and  $21  million  over  the  FY  1993  appropriation. 

t    National  Health  Service  Corps 

This  program  is  one  of  the  "core"  maternal  and  child  health  programs  with  the  goal  of 
removing  barriers  to  health  care.  The  National  Health  Service  Corps  is  also  the 
federal  government's  primary  means  of  recruiting  physicians,  nurses,  and  mid-level 
health  professionals  to  rural,  inner  city,  and  other  medically  underserved  areas 
suffering  from  health  manpower  shortages.  The  program  subsidizes  medical  and  health 
professionals'  education  in  exchange  for  their  commitment  to  practice  in  a  medically 
underserved  area.  NACIIRI  recommends  an  appropriation  of  $139  million  In  FY  1994  for 
the  National  Health  Service  Corps  Program.  Ihis  amount  Is  the  same  as  the  President's 
request  and  represents  an  increase  of  $20  million  over  the  FY  1993  level. 

•  Immunizations 

The  Centers  for  Disease  Control  and  Prevention's  (CDC)  Childhood  Immunization  Program 
supports  grants  to  states  and  localities  to  purchase  vaccines  and  to  improve  the  safety 
and  effectiveness  of  vaccine  delivery  to  children.  The  program  also  has  the  primary 
goal  of  eliminating  childhood  diseases  caused  by  polio,  measles,  rubella,  and  reducing 
the  health  burdens  caused  by  mumps,  childhood  meningitis,  diphtheria,  pertussis,  and 
tetanus.  For  FY  1994,  NACIIRI  recommends  an  appropriation  of  $668  million  for  tha  CDC 
Childhood  Immunization  Program,  which  is  also  the  President's  FY  1994  request  and  an 
increase  of  $327  million  over  last  year. 
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STATEMENT  OF  THE  NATIONAL  ASSOCIATION  OF  COMMUNITY 

HEALTH  CENTERS 

The  National  Association  of  Community  Health  Centers  (NACHC)  appreciates  the  opportunity 
to  present  this  written  statement  to  the  Subcommittee  on  Labor,  Health  and  Human  Services, 
Education  and  Related  Agencies. 

NACHC  represents  over  600  Community  and  Migrant  Health  Centers  (C/MHCs)  and  Homeless 
Health  Care  programs  throughout  the  nation.  These  centers  provide  accessible,  comprehensive 
primary  and  prevent  health  care  services  to  the  nations  medically  underserved.  The  primary 
health  care  includes  services  provided  by  physicians,  and  by  nurse  practitioners,  nurse  midwives, 
and/or  physician's  assistants;  diagnostic  laboratory  and  radiologic  services;  pharmaceutical  services 
and  preventive  services  such  as  immunizations,  well  child  examinations,  preventive  dental  care, 
family  planning  and  prenatal  and  postpartum  care.  When  medically  underserved  communities  are 
cared  for  by  health  centers,  there  are  fewer  hospital  admissions  and  the  use  of  emergency  rooms 
for  nonemergency  medical  care  is  reduced.  In  addition,  there  is  an  increase  in  the  proportion  of 
women  receiving  risk-appropriate  prenatal  care,  and  significant  declines  in  infant  morality  and  low 
birthweighl  rates. 

By  law,  Health  Centers  are  governed  by  members  of  the  community;  therefore,  the  board 
members  have  an  overriding  interest  in  ensuring  that  top  quality,  affordable  health  care  is 
provided  to  all  who  need  it.  Furthermore,  health  centers  are  sensitive  to  the  needs  of  the  patients 
that  they  serve.  In  addition,  the  C/MHCs  have  continuously  proven  that  they  are  a  most  cost- 
effective  way  of  delivering  quality  health  care. 

Health  centers  serve  poor  and  medically  underserved  Americans  who  face  great  unmet  health 
care  needs.  In  some  cases  the  level  of  need  has  escalated  due  to  elevated  poverty,  the  emergence 
of  health  conditions  and  basic  public  health  threats  that  were  either  unknown  a  generation  ago, 
or  the  re-emergence  of  conditions  (like  tuberculosis  or  vaccine-preventable  diseases)  thought  to 
have  been  eradicated.  Many  health  center  patients  also  face  environmental  and  occupational 
risks,  coupled  with  unemployment  or  jobs  with  no  health  benefits.  Some  are  medically 
disadvantaged  simply  because  of  their  minority  status  or  because  of  where  they  live.  Specifically, 
the  patients  served  at  health  centers  are  predominantly  uninsured  low-income  Americans;  rural 
residents,  minority  Americans,  low-income  children,  migrant  farmworkers,  homeless  persons, 
persons  with  AIDS,  persons  with  drug  and  alcohol  problems  and  the  frail  elderly. 

Through  their  long  years  of  experience  in  both  caring  for  hard-to-serve  patients  and  operating 
with  limited  financial  resources,  these  health  centers  have  compiled  a  track  record  of  providing 
high  quality  care  in  an  efficient  and  cost  effective  manner.  Their  continued  existence  will  be 
critical  to  the  success  of  any  health  care  reform.  Health  centers  are  faced  with  the  challenge  of 
caring  for  an  ever-increasing  number  of  people  seeking  care,  in  an  era  of  declining  resources  and 
shortages  of  available  manpower.    Meeting  these  challenges  is  critical  to  health  centers. 

A  recent  study,  Lives  in  the  Balance  by  the  NACHC  and  Lewin/ICF  analyzed  the  problem  of 
medical  underservice  in  America  -  the  critical  lack  of  access  to  primary  health  services  -  which 
affects  millions  of  Americans  because  of  their  economic  situation,  their  health  status,  or  their 
geographic  isolation  from  providers  of  those  services.  The  study  shows  that  in  1990,  there  were 
43  million  Americans  who  were  medically  underserved.  These  underserved  individuals  include: 

o  Uninsured  Low-Income  Persons:    Nearly  two-thirds  of  all  uninsured  Americans  or  24 

million  people  have  incomes  below  200  percent  of  the  federal  poverty  level.  Their  lack 
of  insurance,  and  that  fact  that  most  live  in  neighborhoods  or  communities  with  inadequate 
numbers  of  providers,  means  that  most  have  avoided  or  delayed  seeking  care  in  the  early 
stages  of  illness  when  treatment  is  less  complex  and  less  costly;  and  that  most  have 
frequently  sought  care  from  inappropriate,  and  often  very  costly  providers  such  as  hospital 
emergency  rooms. 

o  Minority  Americans  with  Special  Needs:     The  nation's  more  than  60  million  Blacks, 

Latinos,  Asian/Pacific  Islanders,  and  Native  Americans,  and  its  growing  population  of 
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recent  immigrants  from  Africa,  Asia,  the  Caribbean  and  Latin  America  -  face  seriously 
diminished  access  to  care.  One  in  five  African  Americans  and  one  in  three  Latinos  is 
completely  uninsured,  compared  to  one  in  eight  whites. 

o  Rural  Residents:    Although  rural  Americans  comprise  about  25  percent  of  the  general 

population,  they  account  for  more  than  half  of  those  living  in  designated  Health 
Professions  Shortage  Areas  (HPSAs).  There  are  more  children  living  in  rural  areas  than 
in  central  cities.  While  the  growing  number  of  physicians  has  worked  to  increase  the 
availability  of  care  generally,  most  rural  areas  have  too  few  physicians  and  many  sparsely- 
populated  areas  still  have  no  physician  coverage. 

o  Migh-Risk  Pregnant  Women  and  Children:  Nearly  two  million  deliveries  each  year  involve 

low-income  women,  many  of  whom  lack  insurance  or  access  to  a  regular  provider  of 
obstetrical  care.  The  recent  withdrawal  of  large  numbers  of  obstetricians  from  direct  care, 
has  severely  restricted  access  to  care  for  additional  thousands  of  pregnant  women. 
Between  1980  and  1989,  the  proportion  of  African  American  infants  born  to  women  who 
received  late  or  no  prenatal  care  rose  by  33  percent,  reversing  more  than  a  decade  of 
improvements  in  access  to  prenatal  care  among  African  American  women.  Moreover, 
millions  of  low-income  children  lack  access  to  even  basic  acute  care,  not  to  mention  the 
vital  preventive  services  so  necessary  for  proper  and  healthy  early  childhood  development. 
It  is  important  to  note  that  one  in  ten  infants  and  one  in  five  black  infants  has  no  routine 
source  of  health  care. 

o  Migrant    Farmworkers:      The    nation's    more    than    4    million    migrant    and    seasonal 

farmworkers  share  all  the  health  problems  of  other  poor  Americans,  compounded  by 
factors  associated  with  the  hazards  of  farm  work  and  the  barriers  to  health  care  resulting 
from  their  mobility. 

o  Other  High-Risk  Groups:  These  include  the  estimated  two  million  homeless  persons  (56% 

of  the  homeless  population  served  by  H1IC  programs  are  minorities),  those  with  HIV 
infections  (Latinos  and  African-Americans  account  for  almost  half  of  the  1.5  million  I II V 
infected  individuals),  the  more  than  six  million  Americans  who  abuse  alcohol  and  drugs, 
and  the  nearly  six  million  low-income  elderly  Americans. 

Clearly,  there  is  a  tremendous  need  to  provide  adequate  funding  to  meet  the  needs  of  those 
individuals  who  have  nowhere  else  to  turn.  Few  programs  have  made  as  significant  a  contribution 
to  low-income  families  as  cost  effectively,  or  in  as  high  quality  a  manner,  as  have  C/MIICs. 
Preservation  of  this  valued  resource  requires  bold  action  to  assist  the  current  network  of  health 
centers  in  addressing  the  challenges  they  face  and  in  enhancing  their  capacity  to  serve  remaining 
unmet  needs.  Funds  are  also  needed  to  develop  services  in  those  areas  which  currently  have  no 
access  to  health  care.  Lives  in  the  Balance  reports  that  in  1990,  there  were  2147  counties  which 
could  be  classified  as  medically  underserved  in  whole  or  in  part,  either  because  of  seriously 
depressed  health  and  demographic  measures,  a  shortage  of  physicians,  or  both.  Health  centers 
currently  exist  in  half  of  all  those  counties,  and  have  the  resources  to  serve  only  15  percent  of  all 
43  million  medically  underserved  persons. 

As  the  Subcommittee  considers  the  FY  1994  appropriations  under  its  jurisdiction,  NACHC  urge 
its  members  to  provide  the  following  levels  of  funding: 

A.  Community  Health  Centers:    $855  million 

This  amount  would  allow  for  current  services  adjustment  at  the  existing  network  of 
health  centers,  thus  preventing  further  cuts  in  services  to  enrolled  patients. 
(Individual  health  center  funding  levels  have  been  capped  for  the  past  several  years 
resulting  in  real  cuts  for  centers.) 

Provide  for  the  expansion  and/or  addition  of  another  463  community  health 
centers.  DHHS  currently  has  in  its  possession  221  eligible  applications  for  new  or 
expanded  health  center  operations  which  were  not  funded  during  FY  1992,  due  to 
lack  of  funds. 


761 


Provide  comprehensive  preventive  and  primary  health  care  services  to  another  2.8 
million  individuals. 
II.         Migrant  Health  Centers:    $100  million 

This  recommendation  would  provide  for  current  services  adjustment  at  the  existing 
migrant  health  centers  for  the  existing  migrant  health  centers. 
Support  the  expansion  and/or  addition  of  another  58  migrant  health  centers. 
Provide  services  to  an  additional  348,000  migrant  and  seasonal  farmworkers. 

C.  Health  Care  Tor  the  Homeless:    $95  million 

This  amount  would  allow  for  the  continuation  of  the  existing  119  Health  Care  for 

the  Homeless  programs. 

Provide  for  an  additional  50  expansions  and/or  new  starts  in  areas  where  there  is 

a  high  incidence  of  homelessness. 

Provide  services  to  an  estimated  additional  200,000  homeless  patients. 

D.  National  Health  Service  Corps  (NHSC)  -  Scholarship/Loan  Repayment:    $149.5  million 

This  amount  would  provide  for  the  existing  field  personnel  as  well  as  an  additional 
1,850  NHSC  scholarships,  federal  loan  repayments  and  state  loan  repayments  for 
areas  that  find  it  difficult  to  attract  high  quality  health  care  providers. 

As  the  nation  prepares  for  Health  Care  Reform,  there  must  be  a  system  in  place  that  will  provide 
essential  health  care  for  the  most  vulnerable,  underserved  people  in  our  communities  and  in  our 
nation.  For  these  people  and  communities,  expanding  primary  care  services  will  be  vital  to 
increasing  access  and  reducing  costs.  The  national  health  center  system  is  already  in  place,  is 
cost  effective,  and  is  working.  Providing  the  levels  recommended  will  be  an  investment  that  can 
produce  real  cost  savings  in  health  care  reform. 

In  summary,  the  NACHC  knows  that  the  members  of  the  Subcommittee  have  a  very  difficult  job 
because  of  exceedingly  limited  funds.  However,  providing  these  amounts  to  the  Community  and 
Migrant  and  Homeless  Health  Care  programs  and  the  NHSC  is  an  investment  which  will  save  the 
United  States  from  the  foreboding  economic  and  health  problems  affecting  Americans.  If  funded 
adequately,  the  expanded  presence  of  health  centers  and  the  availability  of  quality,  cost-effective 
comprehensive  services  for  those  currently  without  access  to  care  will  contribute  to  a  healthier, 
more  productive  America,  even  while  it  significantly  lowers  unnecessary  use  of  costlier,  less 
appropriate  settings  such  as  hospital  emergency  rooms. 


STATEMENT  OF  MARGARET  GREY,  PRESIDENT,  NATIONAL 
ASSOCIATION  OF  PEDIATRIC  NURSE  ASSOCIATES  AND 
PRACTITIONERS 

On  behalf  of  the  National  Association  of  Pediatric  Nurse  Associates  and  Practitioners  (NAPNAP),  I 
appreciate  this  opportunity  to  provide  a  written  statement  for  the  record.  My  name  is  Margaret  Grey, 
DrPH,  FAAN,  CRNP,  and  I  currently  serve  as  the  President  of  NAPNAP.  NAPNAP  represents 
approximately  4,000  Pediatric  Nurse  Practitioners  (PNP)  who  specialize  as  pediatric,  family  or  school 
health  practitioners.  NAPNAP  was  founded  in  1973  to  meet  the  professional  and  educational  needs  of 
our  growing  specialty,  to  maintain  the  quality  standard  established  for  PNPs  and  to  promote  quality  health 
care  for  consumers. 

This  year,  NAPNAP  requests  $20  million  for  the  Nurse's  Education  Act,  Nurse  Practitioner/Nurse  Midwife 
Program;  $73.5  million  for  the  NCNR;  $685  million  for  the  NICHD;  $670  million  for  immunization 
programs;  at  least  $50  million  for  injury  control  and  violence  prevention  programs  at  the  CDC;  $42 
million  to  fully  fund  the  childhood  lead  poisoning  prevention  programs  at  CDC;  and,  $875  million  to  fully 
fund  the  Ryan  White  Comprehensive  AIDS  Resources  Emergency  (CARE)  Act. 

PNPs  are  registered  nurses  with  advanced  education  who  specialize  as  pediatric  or  school  nurse 
practitioners.  They  provide  a  wide  range  of  primary  pediatric  health  care  services  for  infants,  children, 
and  adolescents  and  practice  as  an  interdependent  member  of  the  health  care  team.  As  a  member  of  this 
team,  the  PNP  provides  primary  health  care  through  direct  nursing  care,  consultation,  collaboration,  and 
referral.  PNPs  perform  a  wide  range  of  professional  nursing  functions  that  were  traditionally  in  the 
domain  of  medicine  and  physicians.  For  example,  PNPs  conduct  physical  exams,  take  medical  histories, 
diagnose  and  treat  common  pediatric  illnesses  or  injuries,  manage  chronic  illnesses,  order  and  interpret 
lab  tests,  and  counsel  and  educate  patients. 
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Nurse  Education 

As  the  nation  struggles  with  revamping  its  health  care  system,  issues  such  as  access  to  care,  quality  of 
care,  and  cost  of  care  continue  to  be  of  great  concern  to  both  policymakers  and  American  citizens.  Over 
the  past  twenty  years,  the  proportion  of  primary  care  physicians  has  not  only  decreased  but  the  rate  of 
decline  has  accelerated  as  well.  Increasingly,  both  health  policy  experts  and  the  public  are  turning  to 
nurse  practitioners  to  remedy  the  problems  in  our  health  care  system.  According  to  the  Yale  Journal  on 
Regulation,  the  empowerment  of  nurse  practitioners  could  "have  the  greatest  immediate  impact  on  access 
while  preserving  quality  and  reducing  costs"  (Safriet,  1992).  Advanced  practice  nurses  can  safely 
substitute  for  physicians  for  up  to  90  percent  of  primary  care  needed  by  children.  Studies  have  shown 
that  nurse  practitioners  provide  cost-effective,  quality  primary  care.  Furthermore,  nurse  practitioners 
prescribe  feweT  drugs,  use  fewer  tests  and  select  lower-cost  treatments  and  settings  (Safriet,  1992). 

The  Bureau  of  Health  Professions'  An  Agenda  for  Health  Professions  Reform  calls  for  "expanding  the 
capacity  of  nursing  allied  health  professions  to  meet  the  increasing  demands  for  services."  It  is  imperative 
that  both  Congress  and  the  Administration  place  particular  attention  on  primary  and  preventive  care 
services.  This  refers  to  producing  the  appropriate  number  of  practitioners  but  also  the  appropriate  mix 
of  personnel  to  meet  the  needs  of  the  public.  To  this  end,  the  President's  Budget  requests  $19.6  million 
for  the  nurse  practitioner/nurse  midwife  programs  which  represents  a  $4. 1  million  increase  over  last  year's 
appropriation.  NAPNAP  supports  fully  funding  these  programs  at  the  authorized  level  of  $20  million. 
This  program  provides  grants  to  prepare  nurse  practitioners  (NPs)  and  certified  nurse-midwives  (CNM) 
to  provide  primary  care  in  homes,  ambulatory  care  facilities,  long-term  care  facilities  and  other  health  care 
institutions.  In  brief,  this  nurse  practitioner  program  provides  funding  to  train  the  additional  primary  care 
providers  that  our  health  care  system  and  nation  so  desperately  need. 

National  Institute  for  Nursing  Research 

The  purpose  of  the  National  Institute  for  Nursing  Research  (NINR)  is  to  conduct  and  support  science  to 
strengthen  nursing  practice  and  health  care  that  promotes  health,  prevents  disease  and  ameliorates  the 
effects  of  illness  and  disability.  NAPNAP  wishes  to  recognize  and  thank  the  Committee  for  the  increases 
in  the  NINR's  budget  over  time.  However,  the  NINR  is  still  not  funded  at  the  same  level  as  other  NIH 
institutes  and  centers.  Furthermore,  the  success  rate  at  the  NINR  is  considerably  less  than  the  average 
success  rate  at  the  National  Institutes  of  Health  (NIH).  NAPNAP  recommends  the  NINR  receive  an 
appropriation  of  $73.5  million. 

There  have  been  a  number  of  exciting  research  activities  and  advances  at  the  NCNR  this  past  year.  For 
example,  the  NCNR  is  addressing  access  to  care  at  nursing  research  projects  based  in  minority,  rural  or 
low  income  communities.  A  community-based  intervention  has  helped  reduce  the  risk  of  low  birthweight 
infants  for  low-income  African-American  women.  In  addition,  the  NCNR  has  taken  a  strong  collaborative 
approach  to  pain  management  research.  Acute  and  chronic  pain  management  is  a  nursing  research  agenda 
item.  The  NCNR  is  conducting  research  on  assessing  pain  management  of  both  infants  and  children. 
Accurate  assessment  of  pain  is  difficult,  particularly  in  children.  An  Adolescent  Pediatric  Pain  Tool  has 
proven  to  be  reliable  in  measuring  location,  intensity,  and  quality  of  pain  in  children  and  adolescents  8 
to  17  years  old.  The  tool's  word  graphic  rating  scale  has  been  selected  by  the  Agency  for  Health  Care 
Policy  and  Research  for  inclusion  in  practice  guidelines  for  acute  pain  management. 

National  Institute  for  Child  Health  and  Human  Development 

The  NICHD  is  an  institute  of  the  NIH  charged  with  conducting  and  supporting  research  and  training  on 
all  aspects  of  human  development.  The  NICHD  focuses  on  the  entire  spectrum  of  human  growth  and 
development,  rather  than  on  one  specific  disease.  NAPNAP  recommends  $685  million  for  the  Fiscal  Year 
1994  appropriation.  This  number  would  represent  an  increase  of  $157  million  over  the  Fiscal  Year  1993 
Appropriation,  and  would  allow  the  institute  to  fund  628  competing  research  project  grants. 

NICHD  funds  research  on  the  prevention  and  treatment  of:  infant  mortality  and  low  birthweight,  birth 
defects,  pediatric  AIDS  and  mental  retardation  and  other  developmental  disabilities.  Virtually  all  of  the 
Institute  research  is  designed  to  prevent  or  ameliorate  disease  or  disability  in  children.  At  a  time  when 
Congress  is  examining  ways  to  cut  health  care  costs  and  invest  in  our  nation's  future  productivity,  it  would 
be  wise  to  invest  in  NICHD  research. 

Immunization 

NAPNAP  is  deeply  concerned  about  the  number  of  children  who  go  without  vaccinations  each  year.  This 
is  especially  troublesome  given  the  fact  that  appropriate  administration  of  safe  and  effective  vaccines 
remains  the  most  cost-effective  method  of  preventing  human  suffering  and  reducing  economic  costs 
resulting  from  vaccine-preventable  diseases.  NAPNAP  recommends  $670  million  for  immunization 
programs  at  CDC. 
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CDC  uses  two  methods  to  provide  active  leadership  and  support  for  national  efforts  to  prevent  and/or 
control  vaccine-preventable  diseases.  Since  1963,  CDC  has  provided  grant  support  to  immunization 
projects  to  assist  State  and  local  health  agencies  in  planning,  developing,  and  conducting  childhood 
immunization  programs,  and  beginning  in  1992,  support  the  actual  delivery  of  vaccines. 

Injury  Control 

With  an  increased  level  of  violence  and  injury  in  our  communities,  NAPNAP  encourages  the  Committee 
to  recommend  at  least  $50  million  for  injury  prevention  and  control.  The  CDC  national  injury  prevention 
and  control  program  encompasses  nonoccupational  injury  and  applied  research  in  acute  care  and 
rehabilitation  of  the  injured. 

Each  year  over  150,000  Americans  die  from  injuries,  and  1  in  3  persons  suffer  a  nonfatal  injury. 
Furthermore,  injury  disproportionately  impacts  on  our  children,  youth  and  adults— it  is  the  leading  cause 
of  death  for  Americans,  ages  I  to  44.  Every  day  60  children  die  from  injury— which  equals  almost  3 
children  every  hour.  Finally,  injuries  are  one  of  our  most  expensive  health  problems,  with  a  total  lifetime 
cost  of  injuries  in  any  given  year  of  $150  to  $180  billion.  In  Fiscal  Year  1994,  CDC  plans  to  target  funds 
at  youth  violence  prevention  activities.  Funds  will  also  support  activities  such  as  intramural  applied 
research  studies,  surveillance  for  nonfatal  Firearm  injuries,  violence  prevention  conferences  and  workshops, 
and  professional  training. 

Childhood  Lead  Poisoning  Prevention 

NAPNAP  recommends  the  childhood  lead  poisoning  and  prevention  program  receive  $42  million.  Lead 
poisoning  is  the  most  common  environmental  disease  of  young  children.  Millions  of  children  in  the 
United  States  have  high  enough  blood  lead  levels  to  decrease  intelligence  and  slow  development. 
Additionally,  young  minority  children  in  the  inner  cities  are  disproportionately  affected  by  this  disease. 
Unlike  many  diseases  today,  lead  poisoning  is  entirely  preventable.  The  goal  of  the  CDC  program  in 
childhood  lead  poisoning  prevention  is  to  eliminate  this  disease  as  a  public  health  problem  in  the  next  20 
years. 

A  majority  of  the  requested  funding  is  for  grants  to  state  and  local  childhood  lead  poisoning  prevention 
programs  to  screen  children  for  lead  poisoning,  ensure  timely  and  appropriate  follow-up  of  children  with 
elevated  blood  lead  levels,  and  provide  education  about  childhood  lead  poisoning  and  its  prevention.  The 
proposed  funds  will  also  be  used  in  the  development  of  easier-to-use,  cheaper  instruments  for  blood  lead 
measurement;  development  of  national  surveillance  for  elevated  blood  lead  levels;  evaluation  of  critical 
program  issues;  and  evaluations  for  setting  health-based  environmental  standards. 

Pediatric  AIDS 

The  Human  Immunodeficiency  Virus  (HTV)  has  spread  rapidly  among  women,  children  and  adolescents 
in  the  United  States.  With  the  incidence  of  infection  continuing  to  rise  among  these  populations,  swift 
federal  action  is  necessary  to  prevent  the  spread  of  AIDS.  AIDS  has  become  the  ninth  leading  cause  of 
death  for  children  ages  one  to  four.  Today,  more  than  20%  of  persons  reported  with  AIDS  are  in  their 
20s.  Given  the  average  10-year  period  between  infection  and  onset  of  symptoms,  the  majority  of  these 
people  were  probably  infected  with  HIV  during  their  teenage  years. 

NAPNAP  recommends  Congress  appropriate  $875  million,  the  full  authorization  for  the  Ryan  White  Care 
Act.  These  funds  will  provide  primary  health  care  services  to  communities  and  States  with 
disproportionately  high  HIV/AIDS  caseloads  to  assist  people  not  eligible  for  public  or  private 
reimbursement.  Specifically,  Congress  should  provide  $20  million,  the  full  authorization,  for  Title  IV  of 
the  Ryan  White  CARE  Act  to  increase  participation  in  clinical  trials  for  children,  adolescents,  and 
pregnant  women  to  ensure  access  to  therapeutic  drugs  and  ancillary  services  for  these  populations. 
Furthermore,  while  a  permanent  programmatic  base  is  being  sought.  Congress  should  appropriate  an 
additional  $20  million  (for  a  total  funding  level  of  $40.9  million)  to  fund  the  Pediatric/Family  AIDS 
Demonstration  Program. 

Thank  you  for  the  opportunity  to  submit  this  testimony  for  the  written  record. 
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STATEMENT  OF  SHERRY  KOLBE,  ON  BEHALF  OF  THE 
NATIONAL  ASSOCIATION  OF  PRIVATE  SCHOOLS  FOR 
EXCEPTIONAL  CHILDREN 

Mr.  Chairman,  members  of  the  Committee,  [appreciate  having  the  opportunity  to  present  testimony 
on  behalf  of  the  National  Association  of  Private  Schools  for  Exceptional  Children  (NAPSEC). 
NAP  SEC  is  a  non-profit  association  whose  mission  is  to  promote  excellence  in  educational 
opportunities  for  children  with  disabilities.  NAPSEC  is  the  only  national  organization  consisting 
exclusively  of  private  schools  serving  children  and  young  adults  with  mild  to  severe  disabilities. 
NAPSEC  represents  over  200  schools  throughout  the  nation  that  provide  special  education  to  both 
privately  placed  and  publicly  placed  children.  Roughly  one-half  of  our  member  schools  are  day 
schools  and  the  others  are  residential  facilities.  For  your  information,  I  have  included  a  complete 
listing  of  NAPSEC  member  schools.  I  have  also  included  NAPSEC's  "Facts  About  The  Chapter  I 
Handicapped  Program   (PL.  89-313)"  with  my  statement. 

My  testimony  today  will  focus  on  appropriations  for  the  Chapter  I  Handicapped  Program.  Wen  the 
Chapter  1  Handicapped  Program  (PL.  89-313),  was  enacted  in  1965,  its  original  intent  was  to  supply 
Stales  with  the  financial  assistance  necessary  to  provide  educational  opportunities  to  those  children 
with  disabilities  who  were  confined  to  State  operated  or  State  supported  institutions,  most  of  whom 
were  low  incidence  -  children  with  severe  disabilities. 

Following  the  passage  of  the  Individuals  with  Disabilities  Education  Act  (IDEA),  more  children  with 
disabilities  were  served  in  local  public  schools,  creating  the  illusion  that  a  duplication  of  services 
between   IDEA  and  the  Chapter   1  Program  existed.  However,  nothing  could  be  more  inaccurate. 

Current  data  shows  that  most  of  the  children  with  disabilities  who  are  counted  under  the  Chapter  1 
Handicapped  Program  are  being  educated  in  separate  settings  due  to  the  severity  of  their  disability. 
Children  with  severe  disabilities  require  more  frequent  and  intensive  services  over  a  long  period  of 
time,  some  in  need  of  life  long  services. 

These  types  of  services  are  more  costly  to  administer,  and  it  is  exactly  these  types  of  services  that 
are  made  possible  through  the  supplemental  funding  provided  by  the  Chapter  1  Handicapped 
Program.  Recognizing  the  fact  that  children  with  the  most  severe  disabilities  continue  to  require  more 
intensive  services  in  day  treatment  or  residential  programs,  apart  from  the  local  public  school's 
special  education  program,  it  is  critical  that  the  supplemental  funding  provided  through  this  program 
be  preserved. 

Today  these  funds  provide  a  wide  array  of  services  to  children  with  severe  disabilities  ranging  from 
early  intervention  lo  comprehensive  career  and  transition  programs.  The  following  are  a  few 
examples  of  programs  that  serve  children  with  disabilities  with  Chapter  1  Handicapped  Program 
funding  in  NAPSEC  schools. 

Illinois  Center  for  Autism,  Fairview  Heights,  IL. 

Chapter  1  monies  fund  simultaneous  language  training  for  the  children  and  their 
families.  This  is  just  one  of  the  needed  services  provided  autistic  children  at  the 
Center.  Children  at  the  Center  also  receive  behavior  modification  therapy,  speech 
therapy,  individualized  habituation  programs,  parent  I  family  services,  and  care 
coordination.  Training  in  behavior  modification  and  sign  language  is  provided  to  all 
staff  and  parents,  as  well  as  para-  professionals  and  professionals  in  the  mental 
health  and  education  field  that  work  at  the  Center.  The  Center  has  an  enrollment  of 
65  children  of  all  ages  in  its  day  program.  The  programs  at  the  Center  are 
developed  to  specifically  educate  autistic  students  by  addressing  their  characteristics 
of  extreme  withdrawal,  self  stimulation,  cognitive  deficit*,  and  language  disorders. 

Lighthouse  School,  Chelmsford,  MA. 

The  Lighthouse  school  serves  children  with  psychosocial  I  behavioral  disabilities  and 
developmental  I  multiple  disabilities.  These  types  of  disabling  conditions  strongly 
affect  a  person's  future  chances  of  achieving  functional  adaptation  because  they  are 
lacking  the  set  of  skills  and  abilities  that  collectively  represent  a  person's  capacity 
to  successfully  cope  with  the  challenges  of  life.  The  Lighthouse  School  has  116 
children  enrolled,  ages  3  through  22,  in  its  day  program.  Chapter  I  supplemental 
funding  provides  support  for  its  Community  Resource  Utilization  Program  This 
program  provides  community -based  integrated  services  to  students  for  whom 
community  services  are  essential  resources  Without  these  additional  resources, 
students  would  in  many  instances  be  enrolled  in  much  more  restrictive  settings  in 
order  to  address  their  complex  needs. 
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Henry  Viscardi  School,  Alberts  on,  NY. 

The  Henry  Viscardi  School  serves  children  with  spina  bifida,  cerebral  palsy,  muscular 
dystrophy,  dysautonomia,  osteogenesis  imperfecta,  other  orthopedic  disabilities, 
neurological  impairments,  and  special  health  problems.  The  school  uses  Chapter  1 
funds  to  provide  supplemental  recreational,  educational  and  therapeutic  programs. 
Funding  enables  instruction  for  socialization  skills  for  high  school  students,  which 
proves  critical  to  their  ability  to  find  employment.  Programs  in  drug  abuse  prevention 
and  AIDS  education  are  also  made  possible  through  Chapter  1  funding.  Most 
recently  the  school  has  developed  a  highly  effective  multimedia  approach  to 
education  as  a  valuable  alternative  to  traditional  means  of  presenting  material.  The 
Henry  Viscardi  School  educates  infants  through  high  school -aged  children  in  its  day 
program,  which  has  an  enrollment  of  245  students. 

Jefferson  County  Community  Center  for  Developmental  Disabilities,  Lakewood,  CO. 
The  Center  serves  children  with  autism,  mental  retardation,  multiple  disabilities, 
deafness,  blindness  and  visual  impairments,  developmental  disabilities,  severe 
mental  retardation,  trainable  mental  retardation,  physical  disabilities  or  who  have 
cerebral  palsy,  spina  bifida,  communications  disorders,  and  behavior  disorders.  The 
Center  has  several  private  schools  in  four  counties  in  the  State  that  serve  children 
with  these  types  of  disabling  conditions.  The  agency  provides  birth  to  death  programs 
which  include  infant  stimulation,  special  preschools,  two  special  schools,  adult 
vocational  services,  supported  employment,  residential  services,  and  a  nursing 
facility.  Elimination  of  Chapter  1  funding  would  affect  the  Center's  ability  to 
provide  an  in-  home  evaluation  program,  several  types  of  therapies,  the  in-school 
assessment  program,  and  the  additional  training  necessary  to  maintain  these 
programs  for  its  participants.  The  Center  has  day,  residential,  summer,  and  clinic 
programs,  with  an  enrollment  of  350  children  and  adults. 

Pennsylvania  School  for  the  Deaf,  Philadelphia,  PA. 

PSD  is  a  center  school  for  deaf  children  aged  2  through  75  in  day  placements.  Its 
enrollment  is  180  students.  PSD  offers  a  specialized  program  and  the  highly  trained 
staff  required  to  meet  the  unique  needs  of  deaf  children.  In  addition  to  an  innovative 
academic  program,  PSD  maintains  a  comprehensive  child  study  team  and  related 
services  staff.  The  loss  of  Chapter  1  funding  would  force  PSD  to  cut  back  its  speech 
communications  program,  eliminate  three  resource  rooms,  and  special  music 
programs. 

Obviously,  there  are  many  more  programs  like  these  that  are  serving  children  with  severe  disabilities. 
As  you  can  see  from  these  examples,  this  is  a  program  that  works. 

Under  the  Bush  Administration,  the  Department  of  Education  had  requested  a  cut  in  funding  for  this 
program,  with  the  intention  of  phasing  it  out  by  fiscal  year  1995.  The  Department  has  stated  that  its 
reasoning  for  this  action  was  due  to  its  belief  that  the  program  is  no  longer  necessary  because 
children  with  disabilities  are  now  receiving  services  through  the  IDEA  and  feels  that  there  is  no  need 
for  a  separate  program. 

NAPSEC  strongly  disagrees  with  this  reasoning  and  hopes  that  the  Department  of  Education  under 
the  Clinton  Administration  and  the  103rd  Congress  will  realize  the  importance  of  this  program  and 
take  the  necessary  actions  to  preserve  it. 

NAPSEC  urges  the  Committee  to  fund  the  Chapter  1  Handicapped  Program  at  SI 70  million  for 
fiscal  year  1994.  This  is  the  level  that  has  been  recommended  by  the  Consortium  for  Citizens  with 
Disabilities,  of  which  NAPSEC  is  a  member. 

Again,  I  would  like  to  thank  the  Committee  for  giving  me  the  opportunity  to  present  testimony  on 
behalf  of  the  National  Association  of  Private  Schools  for  Exceptional  Children. 
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Purpose  of  the  Program 

The  Cltapter  I  Handicapped  Program  (PL.  89-313)  amended  Title  I  of  the  Elementary  and  Secondary  Education  Act 
of  1 965.  The  program  was  developed  to  provide  educational  opportunities  to  those  children  with  disabilities  who  were 
confined  to  State  operated  or  State  supported  institutions,  most  of  whom  were  severely  disabled  children  and  young 
adults.  The  Program  is  primarily  for  students  whose  education  is  the  State's  responsibility  and  who  -  due  to  the  severity 
of  their  disability  -  are  placed  in  State  operated  or  State  supported  programs  that  serve  publicly  placed  children. 

Children  Served 

The  program  serves  children  0-21  who  are  placed  according  to  the  recommendations  of  their  Individual  Education 
Plan  (IEP)  and  require  more  intensiveand  frequent,  and  in  many  circumstances  life-long,  services  due  to  the  severity 
of  their  disability.  Tliese  services  are  generally  provided  over  a  longer  period  of  time  and  are  more  costly  than  those 
provided  under  the  Individuals  with  Disabilities  Education  Act  (IDEA).  Children  benefiting  from  the  Cliapter  1 
handicapped  program  are  more  likely  to  require  full-time  special  education  assistance,  above  and  beyond  the  special 
education  classes  provided  by  standard  schools.  Currently  there  is  estimated  to  be  30-40,000  infants  and  toddlers 
being  served  by  the  Chapter  1  Handicapped  Program.  These  children  will  be  denied  services  if  the  program  is  merged 
with  IDEA  because  this  age  group  is  not  eligible  for  services  under  the  IDEA  regulations. 

Services  Provided 

Chapter  1  dollars  follow  the  child,  meaning  that  the  children  in  the  program  directly  benefit  from  the  services  provided. 
Funding  provides  supplemental  therapeutic  special  education  services  such  as  occupational  and  physical  therafjy, 
counseling,  speech  and  music  therapy,  and  adaptive  physical  education  and  recreation.  Unlike  the  IDEA  where  up 
to  15%  of  the  funding  may  be  used  for  administrative  costs,  Chapter  1  funding  may  not  be  used  for  administrative 
purposes.  All  funds  go  directly  to  benefit  the  children  served. 

Wliy  We  Need  to  Preserve  the  Chapter  1  Handicapped  Program 

Most  importantly  -  because  of  the  population  of  children  it  serves.  The  Chapter  1  Handicapped  Program  is  the  only 
program  that  provides  services  to  the  one  percent  of  the  population  tliat  we  refer  to  as  hxv  incidence,  children  that 
have  tried  and  failed  in  regular jtnd  special  education  programs.  These  children  represent  one  percent  of  the  disabled 
population,  the  children  in  need  of  more  intensive,  costly,  and  prolonged  services.  The  program  is  also  the  only 
program  tliat  serves  infants  and  toddlers  (0-3)  with  disabilities.  The  Chapter  1  program  is  a  uniqueprogram  in  tliat 
it  provides  the  flexibility  for  grantees  to  develop  programs  tliat  provide  services  based  on  each  child's  individual 
needs.  Chapter  1  Handicapped  Programs  are  designed  not  only  to  meet  the  child's  learning  needs  but  also  his  or  her 
social  and  emotional  needs.  Unlike  IDEA  which  provides  services  to  a  multitude  of  children  in  need  of  basic  special 
education  services,  Chapter  1  provides  individualized  services  to  a  smaller  number  of  our  neediest  students.  These 
intensive -prolonged  programs  providea  learning  environment  in  which  the  child  can  establish  and  develop  the  skills 
that  are  critical  for  his  or  her  future  achievement.  The  Cliapter  1  Handicapped  Program  provides  the  type  of  support 
services  necessary  toallow  thesechildren  to  fund  ion  successfully  in  society  -  without  which  they  wouldbe  left  behind 

Tliis  population  of  children  needs  more  than  special  education,  they  need  a  program 
that  provides  intensive,  prolonged  services  that  address  their  special  needs  -  they 
need  the  Chapter  1  Handicapped  Program. 
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Name 

City 

State 

Abraxas  Foundation,  Inc. 

Pittsburgh, 

PA 

Achievement  Academy 

Columbus, 

GA 

Ada  S.  McWnley  Community  Services,  Inc. 

Chicago, 

IL 

Allendale 

Lake  Villa, 

IL 

Alternative  School,  Inc. 

Cherry  Hill, 

NJ 

American  School  for  the  Deaf 

West  Hartford, 

CT 

Anderson  School 

Staatsburg, 

NY 

Anne  Carlsen  School 

Jamestown, 

ND 

Archbishop  Oamiano  School 

Westville  Grove, 

NJ 

Archdiocese  of  New  York 

New  York, 

NY 

Archway  Programs 

Atco, 

NJ 

ASAH 

Robbinsville, 

NJ 

Astor  Learning  Center 

Rhinebeck, 

NY 

Au  Clair  Programs 

Bear, 

DE 

Austlne  School  for  the  Deaf 

Brattleboro, 

VT 

Baker  Hall/OLV  Infant  Home 

Lackawanna, 

NY 

Bancroft 

Haddonfield, 

NJ 

Behavior  Research  Institute,  Inc. 

Providence, 

Rl 

Bennington  School,  Inc. 

Bennington, 

VT 

Bergen  Center  for  Child  Development 

Haworth, 

NJ 

Bodine  School 

Germantown, 

TN 

Boston  Higashi  School 

Lexington, 

MA 

Brandon  Hall  School 

Atlanta, 

GA 

Brehm  Preparatory  School 

Carbondale, 

IL 

Brevard  Learning  Clinic,  Inc. 

Melbourne, 

FL 

Briarwood  School 

Houston, 

TX 

Brightside  for  Families  and  Children 

West  Springfield, 

MA 

Brush  Ranch  School,  Inc. 

Sante  Fe, 

NM 

Camelot  Care  Center/IL 

Palatine, 

IL 

Capper  Foundation 

Topeka, 

KS 

CAPSEF 

Plainvllle, 

CT 

CAPSES 

Sacramento, 

CA 

Cardinal  Cushing  School  &  Training  Center 

Hanover, 

MA 

Carrier  Foundation  Day  School 

Belle  Mead, 

NJ 

Catholic  Children's  Home 

Alton, 

IL 

Cedarhurst  School 

Hamden, 

CT 

Center  School 

Highland  Park, 

NJ 

Centreville  School 

Centreville, 

DE 

Cerebral  Palsy  Center  of  Gloucester  &  Salem  County,  Inc. 

Hurffville, 

NJ 

Cerebral  Palsy  of  North  Jersey,  Inc. 

East  Orange, 

NJ 

Chapel  Haven 

New  Haven, 

CT 

Child  Care  Association  of  Illinois 

Chicago, 

IL 

Children's  Annex 

Kingston, 

NY 

Children's  Center  for  Behavioral  Development 

Centreville, 

IL 

Children's  Guild 

Baltimore, 

MD 

Children's  Home 

Peoria, 

IL 

Children's  Home  of  Wyoming  Conference 

Blnghamton, 

NY 

Children's  Institute 

Livingston, 

NJ 

Cliffwood  School 

Houston, 

TX 

Columbus  Dev.  Cntr. 

Columbus, 

GA 

Community  Based  Services,  Inc. 

Purdys, 

NY 

Community  School  of  Bergen  Cnty. 

Teaneck, 

NJ 
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Name 

City 

State 

Coning  School 

Lexington, 

MA 

CPC  Mental  Health  Services 

Morganville, 

NJ 

Craig  House 

Pittsburgh, 

PA 

Crotched  Mountain  Rehab.  Cntr. 

Greenfield, 

NH 

Davison  School 

Atlanta, 

GA 

Dearborn  Academy 

Arlington, 

MA 

Developmental  Disabilities  Institute 

Smithtown, 

NY 

Developmental  Resource  Center 

Hollywood, 

FL 

Developmental  School  Foundation 

Rockville, 

MD 

Devereux  Cntr./NY 

Red  Hook, 

NY 

Devereux  Foundation 

Farmington, 

CT 

Devereux  Foundation/GA 

Kennesaw, 

GA 

Devereux  Foundation/PA 

Devon, 

PA 

Devereux  Glenholme 

Washington, 

CT 

Devereux  Santa  Barbara 

Santa  Barbara, 

CA 

Devereux/Florida 

Melbourne, 

FL 

Diversified  Consultants  Associates 

Atlanta, 

GA 

Dominion  School 

Falls  Church, 

VA 

Dore  Academy 

Charlotte, 

NC 

Dr.  Franklin  Perkins  Schocl 

Lancaster, 

MA 

Dr.  Gertrude  A.  Barber  Cntr. 

Erie, 

PA 

Durand  Academy,  Inc. 

Woodbury, 

NJ 

Early  Intervention  Prgm.  of  Monmouth  &  Ocean  Cnty. 

Wall, 

NJ 

ECLC  of  New  Jersey 

Chatham, 

NJ 

Eden  11  School  for  Autistic  Children 

Staten  Island, 

NY 

Eden  Institute 

Princeton, 

NJ 

Edgemeade-Raymond  Rodgers,  Jr.  School 

Upper  Marlboro, 

MD 

Elon  Homes  for  Children 

Elon  College, 

NC 

Elwyn,  Inc. 

Elwyn, 

PA 

Eton  Academy 

Birmingham, 

Ml 

Evergreen  Center 

Mllford, 

MA 

Excelsior  Youth  Centers,  Inc. 

Aurora, 

CO 

F.L.  Chamberlain  School 

Mlddleboro, 

MA 

Farr  Academy 

Cambridge, 

MA 

Felician  School  for  Exceptional  Children 

Lodi, 

NJ 

Forbush  School 

Towson, 

MD 

Forum  School 

Waldwick, 

NJ 

Founders  School 

East  Haddam, 

CT 

Francis  Cauffman  Foley  Hoffmann  Architects,  Ltd. 

Philadelphia, 

PA 

Frost  Center 

Rockville, 

MD 

Gables  Academy 

Atlanta, 

GA 

Gateway  School  of  New  York 

New  York, 

NY 

Gibault  School 

Terre  Haute, 

IN 

Gifford  School,  Inc. 

Weston, 

MA 

Gillls  Center 

Kansas  City, 

MO 

Grafton  School 

Berryville, 

VA 

Green  Brook  Academy 

Bound  Brook, 

NJ 

Greentree  School 

Philadelphia. 

PA 

H2L2  Architects/Planners 

Philadelphia. 

PA 

Hallen  School 

Mamaroneck, 

NY 

Hammit  School  (of  the  Baby  Fold) 

Normal, 

IL 

Hannah  More  Center 

Reistertown, 

MD 
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Name 

City 

State 

Harmony  Heights  School 

Oyster  Bay  Cover 

NY 

Harmony  Hill  School 

Chepachet, 

Rl 

Harry  S.  Tack  Education  Center 

Sewickley, 

PA 

Headspring 

Wichita, 

KS 

Henry  Vlscardi  School 

Albertson, 

NY 

High  Road  School 

East  Brunswick, 

NJ 

HMS  School  for  Children  with  Cerebral  Palsy 

Philadelphia, 

PA 

Holmstead  School 

Ridgewood, 

NJ 

Hope  School 

Springfield, 

IL 

Hunterdon  Learning  Center 

Califon, 

NJ 

IAPSEC 

Chicago, 

IL 

Illinois  Center  for  Autism 

Fairview  Heights, 

IL 

Institute  for  the  Redesign  of  Learning 

South  Pasadena, 

CA 

Irwin  Lehrhoff  Ph.D.  &  Associates 

Los  Angeles, 

CA 

Ivymount  School 

Rockville, 

MD 

Jean  Weingarten  Peninsula  Oral  School  for  the  Deaf 

Belmont, 

CA 

Jefferson  Cnty.  Community  Cntr. 

Lakewood, 

CO 

John  Tracy  Clinic 

Los  Angeles, 

CA 

Joseph  Academy,  Inc. 

Niles, 

IL 

Julia  Dyckman  Andrus  Memorial 

Yonkers, 

NY 

Just  Kids 

Middle  Island, 

NY 

Katharine  Dean  Tillotson  School 

Pittsburgh, 

PA 

Kemmerer  Village 

Assumption, 

IL 

Kennedy  Krieger  School 

Baltimore, 

MD 

KldsPeace 

Orefleld, 

PA 

KJngsway  Learning  Cntr. 

Haddonfield, 

NJ 

Lake  Grove  School 

Lake  Grove, 

NY 

Lakeview  School/CPA  of  Middlesex  County 

Edison, 

NJ 

LATCH  School 

Phoenix, 

AZ 

Lawrence  Hall  Youth  Serv. 

Chicago, 

IL 

League  School  of  Boston 

Newtonville, 

MA 

Pike  School 

Haverhill, 

NH 

Pilot  School 

Wilmington, 

DE 

Pine  Grove 

Elgin, 

SC 

Pines  Residential  Treatment  Center 

Portsmouth, 

VA 

Preschooler's  Place  for  Learning 

Wading  River, 

NY 

Pressley  Ridge  School 

Pittsburgh, 

PA 

Princeton  School  for  Exceptional  Children 

T'rtusville, 

NJ 

Rehab.  Institute  of  Pittsburgh 

Pittsburgh, 

PA 

Riverbrook  School 

Stockbridge, 

MA 

Rlverview  School 

East  Sandwich, 

MA 

Rochester  School  for  the  Deaf 

Rochester, 

NY 

Rugby  School 

Wall, 

NJ 

RX  Associates 

Myrtle  Beach, 

SC 

School  for  Contemporary  Ed. 

Baltimore, 

MD 

School  for  Contemporary  Ed. 

Annandale, 

VA 

SEARCH  Day  Program 

Ocean, 

NJ 

South  Central  Community  Services,  Inc. 

Chicago, 

IL 

Space  Coast  Early  Intervention  Center 

Palm  Bay, 

FL 

Spaulding  Youth  Center 

Tilton, 

NH 

Springall  Academy 

La  Jolla, 

CA 

St.  Anne  Institute 

Albany, 

NY 
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Name 

City                                 |  State 

St.  Charles  Educational  &  Therapeutic  Cntr. 

Port  Jefferson, 

NY 

St.  Joseph  Carondelet 

Chicago, 

IL 

St.  Mary's  School  for  the  Deaf 

Buffalo, 

NY 

Starr  Commonwealth  School 

Columbus, 

OH 

Stetson  School 

Barre, 

MA 

Stevens-Children's  Home,  Inc. 

Swansea, 

MA 

Strang  School/Ranch  Hope  for  Boys 

Alloway, 

NJ 

Summit  School 

Elgin, 

IL 

T&M  Ranch 

Indlantown, 

FL 

Three  Springs 

Huntsvllle, 

AL 

Timber  Ridge  School 

Winchester, 

VA 

Troywood  School 

West  Palm  Beach, 

FL 

Turner  School 

Baytown, 

TX 

UCP  of  Monmouth  &  Ocean  County 

Neptune, 

NJ 

VAISEF 

Richmond, 

VA 

Valley  Academy 

Chattanooga, 

TN 

Valley  View  School 

North  Brookfleld, 

MA 

Valleyhead 

Lenox, 

MA 

Villa  Maria  School 

Timonium, 

MD 

Westchester  Exceptional  Children's  School 

Purdys, 

NY 

Westchester  School  for  Special  Children 

Yonkers, 

NY 

Western  PA  School  for  the  Deaf 

Pittsburgh, 

PA 

Wheeler  Clinic,  Inc.  (Northwest  Village  School) 

Plainville, 

CT 

Whined  &  Kraning 

Chicago, 

IL 

Wilson  Center 

Faribault, 

MN 

Woods  Schools 

Langhorne, 

PA 

Y.  A.  L  E.  School 

Cherry  Hill, 

NJ 

Youth  Consultation  Center 

Newark, 

NJ 

Youth  Development  Corporation 

Ironton, 

OH 

STATEMENT  OF  THE  NATIONAL  ASSOCIATION  OF  STATE  ALCOHOL 
AND  DRUG  ABUSE  DIRECTORS,  INC. 

The  National  Association  of  State  Alcohol  and  Drug  Abuse  Directors  (NASADAD)  is  pleased 
to  submit  written  testimony  to  the  Senate  Appropriations  Subcommittee  on  Labor,  Health  and 
Human  Services,  Education,  and  Related  Agencies.  NASADAD  represents  the  concerns  of  State 
Government  programs  and  the  District  of  Columbia,  Puerto  Rico,  Guam,  and  the  Virgin  Islands. 
A  majority  of  clients  served  by  State  Governments  are  low  income  and/or  unemployed.  Priority 
clients  for  alcohol  and  other  drug  (AOD)  problem  prevention  and  treatment  services  include 
pregnant  women,  women  with  children,  and  injecting  drug  users.  Other  targeted  populations 
are  infants  and  children  of  substance-abusing  mothers  and  the  growing  number  of  youth  and 
seniors  who  have  alcohol  and  other  drug  problems. 

Many  individuals  suffering  from  AOD  problems  are  without  adequate  housing  and  do  not  have 
the  family  and  friend  networks  that  are  important  for  recovery.  For  example,  the  National 
Coalition  for  the  Homeless  estimates  that  approximately  50%  of  all  homeless,  single  adults  have 
an  alcohol  and/or  other  drug  problem.  Also,  because  alcohol  and  other  drug  problems  are 
related  to  high-risk  behaviors,  many  men,  women,  and  children  suffer  from  HIV/AIDS  and/or 
tuberculosis.  (Many  AOD  clients  are  candidates  for  multiple  drug  resistant  tuberculosis  because 
they  are  not  as  likely  as  the  general  population  is  to  take  their  medication  properly.) 

During  1991,  48  States  reported  alcohol  and  other  drug  treatment  admissions  of  over  2  million 
including  1,333,127  alcohol  problem  admissions  and  670,098  other  drug  problem  admissions. 
States  also  provide  a  wide  range  of  prevention  programs  to  reach  individuals,  families  and 
communities  including  educational  classes  and  programs  as  well  as  comprehensive  community 
based  alcohol-  and  other  drug-free  activities  and  services. 
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The  FY '94  budget  proposal  maintains  funding  for  the  Substance  Abuse  Block  Grant  at  the 
current  level  of  $1.1  billion.  The  Administration  has  proposed  $23.2  million  for  continuation 
of  an  existing  residential  program  that  serves  pregnant  and  postpartum  women  and  additional 
funding  of  $68.8  millon  for  treatment  capacity  expansion  through  challenge  grants  to  the  States. 

The  National  Coalition  on  Alcohol  and  Other  Drug  Issues  and  the  Coalition  of  National 
Organizations  Responding  to  AIDS  (NORA)  both  support  a  $470  million  increase  for  the 
Substance  Abuse  Block  Grant  to  expand  and  improve  prevention,  intervention,  and 
treatment  services  in  both  urban  and  rural  areas.  State  Alcohol  and  Drug  Authorities 
agree  that  such  an  increase  is  needed  to  meet  the  need.  As  N  AS  AD  AD 's  President,  I  would 
like  to  present  the  following  information  to  Members  of  the  Subcommittee  to  support  the  need 
for  an  increase  of  $470  million  for  the  Substance  Abuse  Block  Grant: 

1 .  MORE  THAN  75,000  AMERICANS  ARE  CURRENTLY  ON  WAITING  LISTS  TO 
RECEIVE  AOD  TREATMENT  SERVICES;  BETWEEN  4  AND  6  MILLION 
PERSONS  NEED  ALCOHOL  AND  OTHER  DRUG  TREATMENT 

A  recent  survey  of  Alcohol  and  Drug  Authorities  from  46  States,  the  District  of  Columbia,  and 
Guam  indicates  that  more  than  75,000  individuals  are  currently  on  waiting  lists  to  receive  AOD 
treatment  services.  This  is  only  the  tip  of  the  iceberg.  Using  1988  data,  an  Institute  of 
Medicine  (IOM)  1990  report,  Treating  Drug  Problems,  estimated  that  2  to  3  million  individuals 
who  need  drug  treatment  are  not  receiving  it.  Also,  data  from  the  1991  NASADAD  report, 
State  Resources  and  Services  Related  to  Alcohol  and  Other  Drug  Abuse  Problems,  indicate  that 
drug  problems  account  for  only  one-third  of  treatment  admissions,  while  alcohol  problems 
account  for  two-thirds  of  the  treatment  admissions.  Thus  the  actual  need  for  alcohol  and  other 
drug  treatment  services  is  probably  closer  to  4  to  6  million  individuals. 

2.  DRUG  USE  BY  YOUTH  IS  ON  THE  RISE 

A  University  of  Michigan  survey  of  13-  and  14-year-olds,  funded  by  the  National  Institute  on 
Drug  Abuse,  showed  a  30%  increase  in  the  use  of  cocaine  and  LSD  and  a  15%  increase  in  the 
use  of  marijuana.  While  it  is  difficult  to  assess  alcohol  problems,  experts  note  a  continuing  high 
level  of  alcohol  problems  among  youth.  In  1991,  State  Alcohol  and  Drug  Authorities  had 
114,468  drug  admissions  under  age  20  and  126,363  alcohol  admissions  under  age  20.  In 
addition,  20%  of  the  Substance  Abuse  Block  Grant  is  earmarked  for  prevention  activities  — 
many  of  which  aim  to  reach  ycjuth  both  in  and  out  of  school. 

3.  ALCOHOL  AND  OTHER  DRUG  CLIENTS  ARE  AT  HIGH  RISK  OF 
CONTRACTING  AND  SPREADING  TUBERCULOSIS,  MULTEPLE-DRUG- 
RESISTANT  TB,  AND  HIV/AIDS 

Individuals  suffering  with  alcohol  and  other  drug  (AOD)  problems  are  also  more  susceptible  to 
HIV/AIDS,  tuberculosis  (TB)  and  multiple-drug-resistant  tuberculosis  (MDR-TB).  Legislation 
passed  in  1992  mandated  that  all  State  Alcohol  and  Drug  Authorities  "directly  or  through 
arrangements  with  other  public  or  nonprofit  entities  routinely  make  available  tuberculosis 
services"  to  clients.  A  recent  NASADAD  analysis  showed  that  States  spent  over  $130  million 
in  1991  to  administer  TB  tests  and  provide  basic  TB  medical  services  to  the  2  million  admissions 
to  alcohol  and  other  drug  treatment  programs.  (No  counselling,  administrative,  or  other  outreach 
or  support  services  are  included  in  this  figure.) 

Designated  States  must  also  set  aside  2%  of  their  substance  abuse  treatment  dollars  for  early 
intervention  services  for  HIV  disease  at  a  cost  of  over  $14  million.  (In  1991,  the  States  and 
territories  were  California,  Colorado,  Connecticut,  Delaware,  the  District  of  Columbia,  Florida, 
Georgia,  Hawaii,  Illinois,  Louisiana,  Maryland,  Massachusetts,  Michigan,  Nevada,  New  Jersey, 
New  York,  Pennsylvania,  Texas,  Virginia,  Washington,  Puerto  Rico  and  the  Virgin  Islands). 
An  April  1993  report  from  the  Substance  Abuse  and  Mental  Health  Administration  showed  a 
30%  increase  in  the  number  of  cocaine-related  emergencies  and  a  42%  increase  in  the  number 
of  heroin- related  emergencies  among  those  age  35  and  older  from  1991  to  1992.  These 
emergencies  are  only  those  reported  in  hospital  settings. 
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5.  THE  BLOCK  GRANT  REQUIRES  OUTREACH  AND  SPECIAL  SERVICES  FOR 
PREGNANT  WOMEN,  IV  DRUG  USERS 

Regulations  issued  by  the  Department  of  Health  and  Human  Services  note  :  "The  requirement 
for  a  capacity  management  system  is  an  important  change  in  the  Substance  Abuse  and  Prevention 
Block  Grant  program  and  the  Secretary  requests  comments  on  efficient  but  cost-effective  means 
to  implement  that  section."  In  addition,  the  law  requires  that  if  a  State  cannot  place  an  IV  drug 
user  in  a  comprehensive  treatment  program  within  14  days,  the  State  is  to  ensure  that  individuals 
receive  interim  services  and  develop  a  mechanism  for  maintaining  contact  with  individuals 
awaiting  admission.  The  Block  Grant  has  similar  requirements  for  capacity  management  and 
interim  services  for  pregnant  women.  Additional  dollars  are  needed  to  implement  these 
requirements. 

6.  MOND2S  SHOULD  GO  TO  THE  SUBSTANCE  ABUSE  BLOCK  GRANT 

State  Directors  strongly  urge  that  increases  go  to  the  Substance  Abuse  Block  Grant  and  not  to 
categorical  grants.  For  example,  States  are  required  to  spend  not  less  than  5%  of  the  Block 
Grant  to  increase  the  availability  of  treatment  services  for  pregnant  women  and  women  with 
dependent  children.  Separate  grants  for  Expansion  of  Treatment  Capacity  duplicate  this  set-aside 
in  the  Block  Grant  by  limiting  the  use  of  funds  to  residential  treatment  for  pregnant  women. 
In  addition,  States  must  provide  and  maintain  a  match,  and  the  Federal  grant  ends  in  5  years. 
Many  States  with  significant  needs  do  not  have  the  money  to  make  or  maintain  the  match. 
Categorical  Capacity  Expansion  Grants  also  discriminate  against  poorer  States  that  are  the  most 
likely  to  have  waiting  lists.  In  addition,  Categorical  Capacity  Expansion  Grants  penalizes  States 
that  have  already  prioritized  and  funded  residential  treatment  programs  for  pregnant  women;  the 
program  does  not  allow  State  to  utilize  their  statewide  assessments  to  provide  the  services  most 
in  need. 

Conclusion 

NASADAD  prepares  an  annual  survey  of  all  States,  and  attached  to  this  testimony  are  several 
charts  that  provide  State  by  State  information.  For  further  information  or  statistics,  please  call 
Dr.  Bill  Butynski,  Executive  Director,  or  Kathleen  Sheehan,  Director  of  Public  Policy,  at  (202) 
783-6868. 

STATEMENT  OF  THE  NATIONAL  ASSOCIATION  OF  MEDICAL 
EQUIPMENT  SUPPLIERS  [NAMES] 

The  National  Association  of  Medical  Equipment  Suppliers  (NAMES)  is  pleased  to  submit  this  statement  for  the 
record  in  response  to  the  Committee's  hearing  of  June  18,  1993  on  waste  and  fraud  in  government  programs. 
Specifically,  NAMES  would  like  to  address  those  portions  of  the  hearing  that  focused  on  the  home  medical  equipment 
(HME,  or  "DME"  as  referenced  in  the  hearing  record)  services  industry. 

NAMES  is  the  national  trade  association  representing  the  HME  services  industry  exclusively,  with  2,100 
members  operating  in  4,500  facilities  nationwide.  According  to  physician  direction,  NAMES  members  furnish  an 
extremely  wide  array  of  HME  and  related  services  to  patients  in  their  home,  ranging  from  more  "'traditional"  HME 
items  such  as  standard  wheelchairs  and  hospital  beds,  to  highly  advanced  services  such  as  oxygen,  nutrition,  and 
intravenous  antibiotic  therapies;  apnea  monitors  and  ventilators;  and  specialized  rehabilitation  equipment  customized 
for  the  unique  needs  of  severely  disabled  individuals. 

NAMES  recognizes  the  importance  of  eliminating  fraud  and  waste  in  government  spending  and  we  note  for  the 
record  our  extensive  efforts  in  this  area  to  ensure  the  integrity  of  Medicare  funding  for  HME.  While  recognizing  that 
the  vast  majority  of  HME  suppliers  are  honest,  ethical  providers,  the  HME  industry  also  has  been  among  the  only 
industries  in  recent  years  to  take  the  initiative  to  work  responsibly  with  policymakers  to  develop  effective  solutions  to 
problems  within  its  own  industry.  In  point  of  fact,  most  of  the  recent  "reforms"  in  HME  cited  in  testimony  offered  at 
die  hearing,  occurred  because  of  NAMES  early  efforts  in  helping  develop  HME  legislation  under  die  "Six  Point  Plan" 
(OBRA  1987),  followed  by  a  comprehensive  HME  ethics  bill  in  the  last  Congressional  session.  Many  provisions  of 
that  legislation,  H.R.  2534,  were  included  in  legislation  vetoed  by  President  Bush  (H.R.  1 1),  and  have  since  been 
reintroduced  and  passed  by  die  House  of  Representatives  again  as  part  of  H.R.  2264,  the  FY  1994  Budget 
Reconciliation  bill. 
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In  the  regulatory  arena,  NAMES  also  has  urged  Tor  many  years  a  reduction  in  the  number  of  local  Medicare 
carriers  that  currently  process  HME  claims  into  fewer  regional  carriers,  both  to  streamline  claims  processing  and 
standardize  HME  coverage  policies.  HCFA  currently  is  in  the  process  of  implementing  this  overdue  regulatory 
initiative  to  transition  HME  claims  processing  to  4  regional  carriers — or  "DMERCs" — and  is  scheduled  to  begin 
transfer  of  HME  claims  on  October  1 ,  1 993.  While  we  are  pleased  that  the  OIO  appears  to  recognize  these  very 
positive  steps  and,  in  fact,  commended  NAMES  efforts  in  this  regard,  we  note  for  the  record  some  concerns  with 
regard  to  current  OIG  policies  concerning  HME  issues. 

NAMES  takes  exception  with  the  statement  offered  by  the  OIG  to  the  effect  that  "high  priced  DME  attracts  fraud 
and  unscrupulous  providers."  To  the  contrary,  NAMES  believes  that  fraud  and  abuse  can  occur  in  any  health  care 
context,  for  any  product,  and  in  any  setting.  Reimbursement  for  most  relatively  "high-priced"  items  of  HME,  in  fact, 
only  can  be  covered  by  the  Medicare  program  if  the  HME  supplier  provides  extensive  medical  documentation 
justifying  patient  need.  Additionally,  what  is  omitted  from  this  discussion  altogether  is  any  reference  to  the  fact  that 
even  the  most  technologically  advanced  and  sophisticated  HME  still  may  be  provided  in  a  patient's  home  setting  at 
significant  cost  s?vings  to  the  federal  government  over  similar  care  provided  in  a  hospital  or  other  institutional  setting. 

NAMES  believes  the  proper  response  needed  to  address  abusive  business  practices  is  to  target  the  abusers,  rather 
than  submit  the  HME  services  industry  to  continued  across-the-board  reductions  in  Medicare  reimbursement  A 
demonstrated  increase  in  program  expenditures  for  certain  items  of  HME,  for  instance,  does  not  in  and  of  itself 
indicate  Medicare  "abuse"  warranting  HME  funding  reductions.  This  is  particularly  evident  since  larger  numbers  of 
individuals  than  ever  before  are  being  discharged  sooner  from  hospitals  with  more  acute  care  needs  requiring 
extremely  sophisticated  home  care  and  HME  services,  thereby,  contributing  to  the  expected  continued  growth  of  the 
home  care  and  HME  services  industries. 

For  these  reasons,  NAMES  opposes  HHS  legislative  proposals  which  would  allow  the  Secretary  total  discretion 
to  reduce  HME  fees  at  will,  without  further  guidance  or  oversight  by  Congress.  NAMES  views  this  as  an  abrogation  of 
Congressional  authority;  the  proposal  has  been  rejected  outright  time  and  again,  and  we  urge  its  continued  opposition 
by  this  Committee. 

Inadequate  or  inappropriate  coding  or  categorization  of  certain  HME  items  by  HCFA  can  result — intentionally  or 
otherwise — in  a  product  that  is  reimbursed  incorrectly.  For  these  reasons,  NAMES  works  with  HCFA  to  help  identify 
and  correct  HME  coding  problems  where  they  exist  for  specific  HME  items.  Most  recently,  HCFA  issued  a 
memorandum  clarifying  the  appropriate  billing  and  coding  for  particular  lymphedema  pumps  and  their  corresponding 
components,  correcting  the  previous  confusion  between  higher-priced  gradient,  sequential  pressure  pumps  and  other 
gradient,  sequential  pressure  systems. 

A  recent  OIG  report,  "Medicare  Part  B  Reimbursement  of  Hospital  Beds",  cited  in  the  OIG  statement,  noted  that 
hospital  beds  were  re-rented  on  multiple  occasions,  and  that  few  patients  actually  exercised  the  option  to  purchase  the 
bed.  What  is  striking  in  the  statement  at  hand  is  the  omission  of  any  correlative  data  to  the  effect  that  the  "capped 
rental"  category,  under  which  hospital  beds  are  reimbursed,  was  a  deliberate  measure  specifically  developed  by 
Congress  as  part  of  the  original  "Six  Point  Plan"  HME  legislation  in  OBRA  1987  to  compensate  HME  suppliers  for 
the  extensive  unreimbursed  service  components  provided  by  the  industry  with  each  item  of  HME  Thus,  the  OIG 
recommendation  to  reduce  dramatically  HME  fee  schedules  for  hospital  beds  across  the  board  in  the  initial  months  of 
rental  is  not  a  realistic  approach  to  correct  perceived  Medicare  "deficiencies"  without  also  taking  into  account  v  ipplier 
service,  overhead  and  acquisition  costs. 

The  OIG  testimony  also  cites  ongoing  activities  concerning  rebates  provided  to  Medicare  beneficiaries  for 
purchases  of  home  blood  glucose  monitors.  NAMES  lakes  this  opportunity  to  note  for  the  record  that  this  problem — 
relative  to  enforcement  of  the  Medicare  statute — is  not  the  same  as  a  fee  schedule  problem.  As  such,  Medicare  should 
focus  its  efforts  on  ensuring  that  suppliers  only  are  passing  on  discounts  when  appropriate. 

Other  items  specifically  mentioned  with  regard  to  cost  concerns  in  the  OIG  statement,  namely  intraocular  lenses 
and  •'body  jackets"  or  'TLSO's".  are  incorrectly  referenced  in  the  statement  as  "HME".  In  fact,  they  are  not 
reimbursable  under  Medicare's  HME  benefit  and  instead,  are  more  appropriately  categorized  and  billed  under  a 
separate  and  distinct  "Orthotics  and  Prosthetics"  category  under  the  Medicare  statute. 

In  summary,  NAMES  supports  efforts  by  HCFA  and  lawmakers  to  reduce  unnecessary  or  excessive  Medicare- 
spending  wherever  appropriate.  However,  reducing  HME  fees  in  an  across  the  board  fashion  does  nothing  to  reach 
Congress'  overall  goal  of  constraining  the  rise  in  health  care  costs  while  still  ensuring  that  America's  Medicare 
population  is  able  to  obtain  needed  health  care  services.  Instead,  such  carte  blanche  actions  usually  "open  the  door"  to 
more  fraudulent  business  practices,  as  legitimate  providers  are  unable  economically  to  continue  business  operations.  At 
the  very  least,  certain  items  of  HME  no  longer  will  be  provided  by  most  suppliers.  The  definitive  result  is  severe  access 
problems  for  the  elderly  and  disabled  to  specific  HME  and  services,  particularly  in  rural  areas  of  the  country.  This 
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outcome  was  observed  repeatedly  by  HME  suppliers  in  rural  states  as  reimbursement  rates  for  oxygen  dropped 
dramatically  in  recent  years. 

As  well,  NAMES  is  strongly  opposed  to  ill-conceived  proposals  which  would  institute  some  type  of  competitive 
bidding  for  HME.  As  noted  above.  Congress  should  be  concerned  that  the  HME  industry's  service  component,  so 
integral  to  ensuring  patient  health  and  safety,  may  certainly  diminish  or  disappear  altogether  if  competitive  bidding  for 
HME  is  implemented.  For  example,  accreditation  organizations  have  documented  time  and  again  deficiencies  and  poor 
quality  of  service  provided  by  many  winning  bidders  under  the  Veterans  Administration  (VA)  competitive  bidding 
process.  Most  likely,  even  greater  problems  would  result  under  a  similar  program  applied  under  Medicare,  as  only  a 
few  very  large  companies  would  have  the  capital  necessary  to  take  on  competitive  bidding.  This  could  easily  lead  to 
concentrations  of  Medicare's  entire  HME  benefit  in  the  hands  of  a  relatively  few  suppliers. 

NAMES  welcomes  the  opportunity  to  comment  on  these  critical  issues  and  we  encourage  the  Committee  to 
continue  its  efforts  to  identify  and  reduce  instances  of  abusive  practices  in  all  areas  of  the  Medicare  program.  We 
remain  ready  to  provide  any  additional  documentation  required  by  the  Committee. 


STATEMENT  OF  THE  NATIONAL  COALITION  FOR  CANCER 

RESEARCH 

Mr.  Chairman,  Distinguished  Members  of  the  Committee,  thank  you  for  the  opportunity 
to  submit  a  statement  for  the  record  on  behalf  of  the  National  Coalition  for  Cancer  Research 
(NCCR). 

Your  Committee's  past  support  for  the  Coalition's  recommendations  is  greatly 
appreciated.  In  spite  of  growing  budgetary  and  fiscal  constraints,  this  Committee  has  continued 
to  support  vital  cancer  research.  We  continue  to  welcome  the  Committee's  interest  in  our 
recommendations  and  activities. 

The  NCCR  is  comprised  of  nearly  every  organization  in  this  country  that  is  dedicated  to 
eradicating  cancer,  and  represents: 

•  tens  of  thousands  of  cancer  survivors  and  their  families; 

•  40,000  children  with  cancer,  as  well  as  their  parents,  brothers  and  sisters; 

•  65,000  cancer  researchers,  nurses,  physicians  and  health  care  workers;  and 

•  82  cancer  research  centers  across  the  country. 

To  briefly  illuminate  the  critical  nature  of  cancer  research,  1.2  million  Americans  will 
be  diagnosed  with  cancer  this  year  alone.    Over  five  hundred  thousand  will  die  from  cancer  — 
one  person  every  62  seconds. 
FISCAL  YEAR  1994  FUNDING  REQUEST 

The  members  of  the  NCCR  fully  support  the  funding  priorities  of  the  NCI  ByPass  Budget 
Request  and  are  committed  to  its  public  defense.  This  comprehensive  needs  budget,  commonly 
referred  to  as  the  ByPass  Budget,  or  "Citizen's  Cancer  Budget,"  represents  the  collective  advice 
and  opinion  of  the  nation's  top  experts,  and  is  the  key  to  the  prevention  and  eventual  eradication 
of  cancer. 

For  several  years  during  the  1980's  Congress  funded  the  full  amount  of  the  recommended 
ByPass  Budget  Request.  However,  since  1985  an  increasing  contrast  has  grown  between  the 
actual  appropriation  to  the  National  Cancer  Institute  and  the  recommendation  of  the  ByPass 
Budget.  I  have  attached  a  copy  of  a  chart  to  this  statement  which  graphically  portrays  the 
growing  gulf  between  cancer  research  needs  and  funding  levels. 

The  Coalition  believes  that  the  level  of  funding  recommended  in  the  ByPass  Budget  is 
scientifically  justified.  And  yet,  the  Fiscal  Year  1993  operating  budget  of  the  National  Cancer 
Institute  (NCI)  is  $1.2  billion  below  the  ByPass  Budget  levels.  We  urge  the  Committee  to  fully 
fund  the  ByPass  Budget.  If  there  is  not  enough  money  to  appropriate  the  ByPass  Budget 
recommendation  for  Fiscal  Year  1994,  we  recommend,  as  a  minimum  incremental  step  to 
achieve  the  ByPass  funding  level,  an  increase  of  $380  million  for  Fiscal  Year  1994  to  strengthen 
and  maintain  our  nation's  National  Cancer  Program.  Further,  we  recommend  that  these  funds 
be  allocated  in  the  same  proportions  as  they  are  in  the  ByPass  Budget,  and  have  highlighted  this 
information  below. 

In  FY  1993,  the  NCI  was  directed  to  increase  efforts  in  breast,  prostate,  and  ovarian 
cancers  by  approximately  $100  million.  The  total  dollar  increase  from  FY  1992  to  FY  1993 
was  $30  million.  As  a  result,  cuts  in  existing  cancer  research  programs  were  necessary  to 
accommodate  the  Congressional   mandates.     The  following  programs  were  cut:   Leukemia 
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research;  Colon  cancer;  Bladder  cancer;  Lung  cancer;  Preclinical  drug  development  and 
biologies  research;  Brain  tumors;  Basic  research  across  the  board  in  untargeted  areas;  Basic 
research  in  epidemiology  and  treatment;  Chemoprevention;  and  Education  and  communication 
activities.  Therefore,  we  are  closing  out  the  current  fiscal  year  at  a  disadvantage.  In  this  light, 
we  find  the  1994  President's  Budget  Request  particularly  distressing. 

We  regret  that  the  Administration's  proposal  for  FY  1994  demonstrates  an  artificial 
increase  for  the  National  Institutes  of  Health  and  the  National  Cancer  Institute.  We  would  like 
to  take  this  opportunity  to  thank  the  Chairman  for  his  efforts  to  direct  these  funds  toward  breast 
cancer  by  virtue  of  his  amendment  last  year  to  the  DoD  Appropriations  bill.  However,  we  are 
concerned  about  the  stated  increase  for  the  NCI  resulting  from  a  "transfer"  of  DoD  breast  cancer 
funds  when  specific  mandates  for  NIH  to  spend  the  funds  is  over  a  four  year  period.  When  this 
transfer  is  taken  into  consideration,  the  net  increase  for  the  NIH  is  1.8  percent.  Further,  the 
level  of  grants  being  supported  under  this  budget  is  relatively  unchanged  from  the  previous  year 
and  will  only  be  possible  by  eliminating  the  inflationary  adjustment  in  the  average  cost  of  new 
and  competing  grants.  This  is  approach  to  the  funding  of  science  only  served  to  erode  the 
ability  of  researchers  to  meet  the  stated  objectives  of  their  research. 

The  FY  1994  Proposed  Budget  requests  the  National  Cancer  Institute  to  fund 
approximately  $206  million  in  two  specific  earmarks:  $167  million  for  breast  cancer  and 
approximately  $40  million  for  AIDS.  However,  only  $163  million  of  new  funds  are  provided, 
and  a  shortfall  of  almost  $45  million  exists.  Therefore,  for  a  second  year  in  a  row,  the  existing 
programs  of  the  NCI  will  need  to  be  cut  to  accommodate  these  increases.  Virtually  every  NCI 
program  will  be  cut. 

o  AH  basic  research  not  relevant  to  these  two  areas  will  be  scaled  back, 

o  Detection,  prevention  and  treatment  of  the  following  cancers:  leukemia,  lung,  colo-rectal, 

digestive  tract,  brain,  kidney  and  bladder  will  be  reduced, 
o  Support  for  other  women's  health  priorities,  including  research  in  cervical  and  ovarian 

cancers,  as  well  as  prostate  cancer  will  receive  modest  increases, 
o  Psycho-social  and  behavioral  research  will  be  curtailed,  as  well  as  anti-smoking  efforts, 

o  Outreach  to  minority  populations,  the  underserved,  the  elderly  and  low  literacy  audiences 

will  be  scaled  back, 
o  Innovative  research  in  the  area  of  gene  therapy,  cancer  vaccines,  clinical  trials  and 

prevention  research  will  be  scaled  back. 
NCCP.  RECOMMENDATION 

We  recommend  that  the  $380  million  be  divided  into  the  areas:  Cancer  Prevention  and 
Control  -  $60  Million  Recommended  Increase 

Early  detection  and  treatment  of  cancer  saves  billions  of  dollars  in  medical  costs  and  lost 
productivity.  Our  ability  to  achieve  progress  in  cancer  prevention  and  control  depends  on 
translating  progress  in  basic  research  to  other  disciplines  including  cancer  surveillance, 
molecular  and  biochemical  investigations,  clinical  trials  and  population-based  research,  and 
research  on  the  role  of  diet  and  nutrition  in  the  development  of  cancer. 
Basic  Research  -  $155  Million  Recommended  Increase 

Basic  research  is  necessary  to  unlock  the  secrets  of  the  cancer  cell  and  shape  approaches 
to  prevention,  detection  and  treatment  through  laboratory  investigations.    Much  of  our  research 
progress  in  the  past  is  a  result  of  basic  research,  not  targeted  initiatives. 
Clinical  Research  -  $56  Million  Recommended  Increase 

State-of-the-art  cancer  treatment  is  discovered  and  made  available  to  persons  with  cancer 
across  the  country  through  cooperative  group  mechanisms  and  other  clinical  trials  programs 
supported  by  the  National  Cancer  Institute.    Presently,  there  are  many  new  clinical  trials  that 
are  on  hold  because  of  lack  of  funding. 
Cancer  Centers  -  $37  Million  Recommended  Increase 

Our  nation's  cancer  centers  require  additional  funding  to  support  multidisciplinary 
research  which  integrates  basic  and  clinical  research  with  prevention  and  education.   More  than 
half  of  the  cancer  research  supported  by  the  National  Cancer  Institutes  is  conducted  in  56  cancer 
centers. 
Rehabilitation  and  Survivorship  Research  -  $5  Million  Recommended  Increase 

As  surgery,  radiation,  chemotherapy  and  biomodulatory  interventions  continue  to  cure 
or  provide  long-term  survival,  physical  and  psychosocial  issues  concerning  quality  of  life, 
rehabilitation  and  organ  preservation  during  treatment  need  to  be  addressed. 
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Construction  -  $33  Million  Recommended  Increase 

In  order  to  facilitate  research  of  the  highest  quality,  it  is  critical  to  construct  and  maintain 
state-of-the-art  cancer  research  facilities.  Money  is  lacking  to  bring  up  to  date  basic  and  clinical 
cancer  research  facilities.     Two-thirds  of  all  existing  facilities  are  antiquated  and  lack  the 
necessary  sophistication  to  conduct  modern,  specialized  cancer  research  programs. 
Research  Training  and  Educalion  -  $34  Million  Recommended  Increase 

Research  training  and  education  funding  is  necessary  to  ensure  excellence  among  the  next 
generation  of  physicians  and  researchers  who  will  advance  the  frontiers  of  cancer  research.  It 
is  vitally  important  to  strengthen  the  education,  background  and  potential  of  our  young 
researchers  through  post-doctoral,  institutional  and  minority  training  programs. 

77/r  National  Cancer  Act  of  1971  called  upon  the  director  of  the  National  Cancer 
Program  to  prepare  a  comprehensive  budget  request  each  year  that  would  detail 
the  funding  requirements  of  the  most  promising  research  and  training  programs 
leading  to  the  control  and  eradication  of  cancer.  This  document  represents  the 
collective  advice  and  opinion  of  the  nation's  top  experts,  and  is  the  keif  to  the 
prevention  and  eradication  of  cancer.  The  members  of  the  Coalition  support  the 
funding  priorities  of  the  By-Pass  Budget  Request  and  are  committed  to  its 
public  defense. 

M  ILLIONS/  B  ILLIONS 
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I    Appropriations  to  the  National  Cancer  Institute  (NCI)  1981-1 W3 

|    By-Pass  Budget  Requests,  Fiscal  Years  1981 -1993 
(Source:  NCI) 

The  luiiml  appropriation  to  the  National  Cancer  Institute  tNCI)  stands  in  stark 
<  ontrast  to  Hie  recommendation  of  the  flu-Pass  Budget-also  called  Hw  "Citizens'  Cancer 
ftudgel  "--ii  statutorily  mandated  "needs"  budget  (or  cancer  research. 
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HIGH  PRIORITY  RESEARCH  EFFORTS 

The  NCCR  places  a  high  priority  on  research  efforts  related  to  the  health  of  women, 
minorities,  medically  underserved  populations,  older  Americans  and  cancer  survivors  within  the 
context  of  a  balanced  research  program.  Such  a  balanced  program  includes  prevention  and  early 
detection,  basic  research,  clinical  trials,  cancer  centers  and  research  training.  Further,  we  fully 
support  special  emphasis  on  site-specific  cancers,  such  as  breast,  prostate,  cervical  and  ovarian, 
but  believe  that  these  research  priorities  are  of  such  public  health  importance  that  directives  to 
expand  efforts  in  these  areas  must  be  accompanied  by  new  funds.  Failure  to  provide  new  money 
to  meet  these  pressing  research  priorities  necessitates  cuts  in  other  important  research  programs. 

The  FY  1993  ByPass  Budget  recommended  a  total  expenditure  on  breast  cancer  of  $220 
million.  The  National  Cancer  Institute  expects  to  direct  approximately  $196  million  to  breast 
cancer  research  initiatives  this  fiscal  year:  $24  million  less  than  the  level  proposed  by  the  1993 
ByPass  Budget.  The  FY  1994  ByPass  Budget  requests  a  total  of  $448  million  for  breast  cancer 
research.  Therefore,  the  NCI  spending  level  of  $196  million  and  two-year  DoD  appropriation 
of  $200  million  for  breast  cancer  research  is  $42  million  below  the  1994  ByPass  Budget 
recommendation  for  breast  cancer.  Further,  these  dedicated  breast  cancer  funds  are  in  keeping 
with  the  authorization  levels  recently  passed  in  the  NIH  Revitalization  Amendments  (of  1993). 
CONCLUSION 

In  conclusion,  we  recommend  your  favorable  consideration  of  the  ByPass  Budget;  short 
of  this  level,  we  recommend  the  minimal  funding  request  of  $380  million  in  Fiscal  Year  1994 
to  strengthen  and  maintain  our  nation's  National  Cancer  Program.  I  am  happy  to  answer  any 
questions  you  may  have. 


STATEMENT  OF  THE  NATIONAL  COALITION  OF  STATE  ALCOHOL 
AND  DRUG  TREATMENT  AND  PREVENTION  ASSOCIATIONS 

'thank  you  for  Ihc  opportunity  lo  submit  testimony  on  IV  l°'M  appropriations  foi  ding  and  alcohol  treatment 
and  prevention  programs  within  Ihc  Department  of  Health  and  Human  Services  and  specifically  those  funded  by 
Ihc  Substance  Abuse  and  Mental  Health  Services  Administration  (SAMIISA),  the  National  Institute  on  Alcohol 
Abuse  and  Alcoholism  (NIAAA)  and  Ihc  National  Institute  on  Ding  Abuse  (NIDA)       Wc  have  also  commented 
on  funding  for  tuberculosis  counseling,  screening  and  treatment  provided  by  the  Centers  for  Disease  Control 
(CDC).     Ilic  following  testimony  is  submitted  by  Ihc  Ixgal  Action  Center,  a  not    for-profit  law  and  public  policy 
office  that  specializes  in  drug,  alcohol,  AIDS  and  criminal  justice  issues,  and  the  National  Coalition  of  Stale 
Alcohol  and  Drug  Treatment  and  Prevention  Associations,  a  coalition  of  nineteen  state  treatment  and  prevention 
associations  from  around  Ihc  country      nicsc  associations  represent  the  individuals  on  Ihc  fionl  lines  of  treatment 
and  prevention  activities  who,  on  a  daily  basis,  confront  the  dramatic  need  lo  bolster  existing  services  lo  meet  the 
complex  needs  of  individuals  with  diug  and  alcohol  problems  and  lo  expand  treatment  servicer 

Alcoholism  and  drug  dependence  arc  among  our  nation's  most  critical  health  problems.     L'iw  enforcement 
and  criminal  justice  officials,  health  care  and  education  cxpcils  as  well  as  substance  abuse  providers  all  agicc  that 
expanding  treatment  and  prevention  is  the  key  lo  reducing  alcohol  and  drug  problems  as  well  as  crime, 
homclcssncss,  AIDS  and  domestic  violence     There  is  agiccmcnl  that  attempts  to  reduce  the  supply  of  diugs  can't 
work  without  demand  reduction  activities.    Our  most  pressing  concern,  Ihcicfotc,  is  lo  allocate  more  resources  for 
alcohol  and  drug  prevention  and  treatment  programs     Wc  support  the  Sense  of  ihc  Congress  provision  in  Ihc 
March  25,  1993  Senate  Budget  Resolution  that  funds  must  be  shifted  so  that  a  minimum  of  50  percent  of  the 
federal  dollars  appropriated  for  drug  control  efforts  will  be  spent  on  prevention,  education,  treatment  and  related 
research     Wc  look  forward  lo  working  with  the  Subcommittee  lo  achieve  Ibis  goal  as  lapidly  as  possible 

Wc  support  Ihc  appropriations  recommendations  submitted  by  the  National  Coalition  Oil  Alcohol  and  Other 
Drug  Issues.    In  addition,  wc  believe  the  following  programs  should  be  given  a  high  priority  in  funding 
allocations  for  PY  1994. 

Iie^enLeLror^ubstanccJVbus?JLrcalnientJCSAT} 

Wc  urge  the  Subcommittee  to  provide  $1,857  billion  for  the  Center  for  Substance  Abuse  Treatment 
(CSAT)  to  support  Ihc  Substance  Abuse  Block  Grant  and  important  CSAT  categorical  and  demonstration 
programs.    Wc  recommend  a  funding  level  of  $15  billion  for  the  Substance  Abuse  Block  Grant.     ITiis  is  an 
increase  of  $370  million  over  FY  1993  funding  and  will  enable  programs  lo  (I)  provide  basic  drug  and  alcohol 
treatment  and  prevention  services  (2)  begin  to  meet  many  of  Ihc  new  demands  required  by  P.I..  102-321,  the 
ADAMIIA  Reorganization  Act  of  1993  and  (3)  move  us  closer  lo  equalizing  funding  between  treatment  and 
prevention  activities  and  law  enforcement  and  interdiction  activities. 
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Ihc  President's  PY  1994  Budget  recommends  a  $91  million  increase  in  treatment  and  channels  $66  mi... 
of  these  funds  into  the  Capacity  Expansion  Program     Wc  urge  the  SubcommUlcc  to  commit  a  minimum  of  $66 
million  of  the  increases  in  the  Substance  Abuse  Dlock  Grant     Hie  funds  will  reach  more  individuals  if  distributed 
through  the  block  grant  mechanism.    Moreover,  wc  arc  concerned  that  few  slates  will  be  able  to  take  advantage  of 
capacity  expansion  funds  because  of  the  match  requirement     States  arc  slashing  funding  for  treatment  and  thus, 
will  not  have  funds  in  meet  this  match  requirement 

Increased  funding  can  be  used  effectively.    Piisl,  wc  must  gically  expand  the  availability  of  services,  since 
the  number  of  people  in  need  of  alcoholism  and  drug  dependence  treatment  far  exceeds  our  current  capacity 
Second,  additional  funds  arc  needed  In  enable  programs  in  satisfy  new  requirements  imposed  on  Substance  Abuse 
Block  Oranl  recipients  under  P  I.    1(12   312,  In  provide  1 II V  early  intervention  health  sciviccs,   III  screening, 
counseling  and  treatment,  and  prenatal  health  and  child  caic  sciviccs  to  pregnant  women     Finally,  funds  arc 
desperately  needed  to  enable  programs  tn  enhance  current  levels  of  service 

We  also  recommend  that  the  CSAT  Criminal  Justice  Program  Ire  funded  at  $50  million    --  a  modest  $11 
million  increase     Many  recent  studies  have  conclusively  demonstrated  thai  an  nveiwhclming  number  of  people 
accused  and  convicted  of  crimes  --  usually  over  70  percent  ~  have  alcohol  and  ding  problems.    Yet,  a  very 
small  percentage  of  these  individuals  receive  comprehensive  treatment  services     Wc  believe  that  Congress  should 
mandate  thai  more  criminal  justice  funding  be  used  for  treatment     Wc  suppoit  an  increase  in  CSAT  funds  in 
pmvidc  treatment  in  the  criminal  justice  system  as  well  as  In  expand  community-based  programs  for  non-vinlcnt 
offenders  who  could  safely  l>c  sent  to  treatment  instead  of  prison,  and  to  provide  needed  continuing  care  In 
released  inmates  who  have  received  treatment  inside  prisons. 

Finally,  wc  urge  the  Subcommittee  lo  appropriate  $38  million  for  the  AIDS  Outreach  Demonstration 
Projects,  an  additional  $6  3  million     These  projects  provide  critical  prevention  and  intervention  services  and  have 
demonstrated  their  effectiveness  in  gelling  intravenous  (IV)  drug  users  and  their  partners  tn  seek  and  enter 
treatment  and  modify  risky  injection  and  sexual  practices 

Center  for  Substance  Abuse  Prevention  (CSAP) 

Wc  uigc  the  Subcommittee  lo  appropriate  $342  2  million  for  l lie  Center  fni  Sul>slancc  Abuse  Prevention 
(CSAP),  an  increase  of  $76.3  million  over  FY  1993  funding  for  the  high  risk  youth  program,  special  populations 
and  communications     CSAP  provides  impnilant  national  leadership  in  preventing  alcohol  and  ding  problems  and 
addressing  the  needs  of  undcrscrved  populalinns  including  high   risk  youth  and  pregnant  women     Additional 
resources  will  fund:  (I)  new  prevention  programs  for  high-risk  youth;  (2)  a  new  special  populations  initiative 
directed  lo  individuals  with  disabilities,  the  homeless,  individuals  al  risk  of  contracting  IIIV,  and  youth  involved 
with  violence;  and  (3)  communications  activities  that  include  a  prevention  campaign  on  women's  health  and  the 
use  of  alcohol,  tobacco  and  other  drugs  during  pregnancy. 

fetiQAalJnstitjutejij^ic^ 

Wc  uigc  the  Subcommittee  lo  appropriate  $193  4  million  for  NIAAA  research.  $5.1  million  for  training 
and  $14  million  for  research  management  and  support      Wc  also  urge  the  Subcommittee  It)  require  that  NIAAA 
spend  25  percent  of  its  research  budget  on  sciviccs  research  (NIAAA  and  NIDA  arc  now  required  to  spend  15% 
of  their  research  budget  on  services  research)     While  wc  do  support  the  need  for  biomedical  research,  there  has 
been  a  gross  imbalance  in  the  share  of  resources  that  have  gone  lo  prevention  and  treatment  services  research 
Wc  must  be  able  lo  answer  difficult  questions  about  the  effectiveness  of  various  treatment  and  prevention 
approaches  for  specific  populations  and  lo  evaluate  what  interventions  work     Services- related  research  will 
become  increasingly  important  as  the  nation  relics  on  services  outcome  data  lo  decide  what  health  services  will  be 
reimbursed  through  health  insurance 

Special  attention  must  also  be  given  In  research  on  preventing  alcohol  pioblems  including   the  impact  of 
raising  alcohol  excise  taxes  on  reducing  alcohol    related  problems;  the  clfccls  of  advertising  on  consumption,  and 
the  influence  of  public  education  campaigns  on  consumption,  such  as  pulling  warning  lal>els  on  alcoholic 
leverages     Outcome  research  which  measures  the  effectiveness  of  prevention  sltategics  is  also  needed. 

National  Institute  on  Drug  Abuse  (NII)A) 

Wc  recommend  that  the  Subcommittee  appropriate  $457  6  million  foi  research  programs  at  NIDA,  $K  (> 
million  for  research  training  and  $3R  9  million  (or  research  management  and  suppoit     NIDA  funds  the  nations 
research  on  dtug  use  and  abuse  including  providing  important  information  on  the  causes  of  ding  abuse  and 
strategics  for  prevention  and  intervention     Wc  recommend  that  NIDA.  like  NIAAA.  be  required  lo  spend  25 
percent  ol  its  budget  on  services-related  research.    Congress  and  past  Administrations  have  emphasized  the 
impoilancc  of  medications  development  research  at  NIDA  in  the  hopes  of  finding  a   "magic  bullet"  that  will 
prevent  drug  craving  and  abuse.    While  some  of  this  research  is  needed  ami  appropriate,  we  urge  the 
Subcommittee  lo  shift  funds  from  the  medications  development  piogram  lo  sciviccs   related  research  so  that  wc 
can  Ixttcr  determine  how  to  get  people  into  treatment  and  keep  them  there,  make  treatment  even  more  effective, 
prevent  relapse  and  increase  our  understanding  of  what  treatment  approaches  work  with  specific  populations 
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Centers  for  Disease  Control  (CDCI 

Wc  urge  the  Subcommittee  lo  earmark  25  percent  of  the  funds  appropriated  In  llic  Ccnlcrs  for  Disease 
Control  (CDC)  for  tuberculosis  (IB)  counseling,  screening  and  treatment  to  ilnig  and  alcohol  treatment  programs, 
provider  groups  and  single  slate  drug  and  alcohol  authorities  lo  ensure  that   III  services  arc  delivered  lo 
individuals  participating  in  treatment  programs     There  is  a  high  incidence  of  tuberculosis  among  individuals  in 
treatment,  in  part  localise  many  arc  diverted  lo  treatment  from  correctional  facilities     CDC!  can  laigcl  its  TH 
programs  more  effectively  by  coordinating  efforts  with  treatment  programs.    The  ADAMIIA  Reorganization  Act, 
I'.L.  102-321,  requires  treatment  programs,  as  a  condition  of  receiving  Substance  Abuse  Block  Grant  funds,  to 
provide  IB  screening,  treatment  and  counseling  to  clients,  cither  directly  oi  through  contractual  agreements  with 
other  providers.    CDC  funding  is  essential  lo  satisfy  this  requirement. 


STATEMENT  OF  JUDITH  M.  DESARNO,  PRESIDENT,  NATIONAL 
FAMILY  PLANNING  AND  REPRODUCTIVE  HEALTH  ASSOCIATION 

Mr.  Chairman,  members  of  this  Subcommittee,  my  name  is  Judith  DeSarno  and  I  am 
President  of  the  National  Family  Planning  and  Reproductive  Health  Association 
(NFPRHA).  I  am  pleased  to  submit  this  testimony  in  support  of  increased  funding 
for  the  Title  X  family  planning  program. 

NFPRHA  is  a  nonprofit  membership  organization  which  represents  virtually  all  of  the 
grantees  which  receive  funding  under  Title  X  of  the  Public  Health  Service  Act.  As 
such,  we  represent  the  clinics  and  health  care  professionals  who  deliver  reproductive 
health  care  to  more  than  4  million  low  income  women,  men,  and  adolescents  each 
year.  Approximately  one-third  of  our  clients  are  adolescents  and,  indeed,  our  clinics 
are  the  only  source  of  health  care  for  85  percent  of  our  clients. 

The  House  of  Representatives  overwhelmingly  passed  legislation  reauthorizing  the 
Title  X  program  and  the  Senate  Labor  and  Human  Resources  Committee  has 
completed  its  action  on  the  measure.  The  bill  now  awaits  Senate  action,  and  we  are 
hopeful  that  floor  debate  will  be  initiated  as  soon  as  possible. 

Mr.  Chairman,  we  are  grateful  for  your  leadership  in  support  of  continued  and 
increased  funding  for  Title  X.  We  anticipate  that,  for  the  first  time  since  1985, 
legislation  will  be  signed  by  the  President  to  reauthorize  the  program.  We  trust  that 
reauthorization  will  make  the  work  of  this  Subcommittee  easier  for  years  to  come. 
Without  the  albatross  of  the  gag  rule,  it  is  my  hope  that  Congress  will  now  shift  its 
attention  to  the  real  issues  -  the  problems  and  the  successes  --  facing  clinics  every 
day. 

While  clients  initially  come  to  our  clinics  primarily  for  contraceptive  services,  they 
routinely  receive  comprehensive  reproductive  health  care  services.  In  addition  to 
providing  all  medically  approved  and  accepted  family  planning  methods,  the  program 
mandates  and  patients  receive  a  physical  exam,  laboratory  tests,  contraceptive 
supplies  and  prescriptions  as  appropriate  to  the  method  selected.  Other  services 
available  in  family  planning  clinics  include  screening  for  high  blood  pressure, 
diabetes,  anemia,  and  breast  and  cervical  cancer;  diagnosis  and  treatment  of  sexually 
transmitted  diseases  (STD);  diagnosis  and  referral  for  infertility  ;  pregnancy  testing, 
counseling  and  referral;  and  patient  education. 

We  recognize  that  the  nation  faces  an  enormous  deficit  and  that  spiralling  health  care 
costs  are  one  of  the  greatest  obstacles  to  an  economic  recovery.  In  fact,  President 
Clinton  has  made  health  care  reform  the  centerpiece  of  his  economic  recovery 
strategy.  Family  planning  clinics  have  long  been  recognized  as  providing  high 
quality,  comprehensive  care  in  a  very  cost-efficient  manner  and  should  be  used  as  a 
model  during  the  health  care  restructure.  We  are  optimistic  about  the  reports  we 
hear  coming  from  the  President's  Health  Care  Reform  Task  Force  that  emphasize 
primary  and  preventative  health  care.  An  ounce  of  prevention  is  worth  at  least  a 
pound  of  cure.  In  fact,  studies  have  concluded  that  for  every  dollar  invested  in  family 
planning  services.  $4.40  is  saved  in  federally  mandated  medical  and  social  services. 
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The  program  has  been  widely  hailed,  but  sorely  underfunded.  The  combined  effects 
of  the  Recession  and  ensuing  loss  of  employment  and  insurance  for  scores  of  people, 
the  STD  and  HIV  epidemic,  drug  price  increases,  new  mandatory  laboratory  fees,  and 
funding  cuts  of  the  early  1980's,  have  left  our  clinics  extremely  overtaxed.  In  keeping 
with  our  commitment  to  provide  services  to  as  many  women  in  need  as  possible,  the 
first  thing  scaled  back  was  outreach  and  education.  And  yet  we  know  that  we  can't 
serve  the  millions  of  women  at  risk  of  unintended  pregnancy  and  in  need  of 
reproductive  health  care  if  they  don't  know  about  our  services.  It  is  truly  a  vicious 
cycle. 

But  it  is  a  cycle  that  we  can  end.  With  increased  funding,  we  could  expand  our 
current  clinic  sites,  open  new  ones,  and  serve  more  people.  We  would  also  increase 
our  emphasis  on  services  to  adolescents.  Over  half  of  all  women  between  the  ages  of 
15  and  19  are  sexually  active;  for  males  between  15  and  19,  that  figure  is  over  60%. 
These  adolescents  are  at  risk  for  pregnancy,  sexually  transmitted  diseases,  and  all 
the  related  medical  problems.  Intervention  is  possible,  but  we  need  the  resources  to 
do  so. 

During  a  recent  hearing,  Congressman  Waxman  asked  Joan  Henneberry,  the 
Chairman  of  NFPRHA's  Board  and  the  Director  of  the  Women's  Health  Section  for 
the  State  of  Colorado,  what  she  would  do  with  a  funding  increase.  She  didn't  hesitate 
to  answer.  She  stated  she  would  finally  be  able  to  respond  to  several  towns'  pleas  for 
a  clinic,  she  would  increase  the  salaries  of  her  nurse  practitioners  so  they  wouldn't 
be  lured  away  by  higher-paying  private  sector  jobs,  she  would  keep  her  clinic's  doors 
open  longer  in  order  to  serve  more  women,  and  enhance  or  expand  the  nurse 
practitioner  training  programs  to  address  the  chronic  shortage.  Her  "wish  list"  is 
similar  or  identical  to  that  of  other  family  planning  administrators  throughout  the 
country. 

Mr.  Chairman,  NFPRHA's  Fiscal  Year  1994  funding  request  for  the  Title  X  program 
is  based  on  the  funding  levels  contained  in  H.R.  670,  the  Title  X  reauthorization  bill. 
We  respectfully  ask  that  the  program  be  funded  at  $220  million  for  services,  $12 
million  for  outreach  and  education,  and  $6.25  million  for  nurse  practitioner  training 
and  general  training  for  other  allied  health  professionals  -  a  total  of  $238.25  million. 
This  may  appear  to  be  a  major  increase  above  current  levels.  In  actuality,  it  is  a 
modest  request.  Funding  was  slashed  in  1981  and  has  inched  upward  for  the  past 
twelve  years.  Last  year  -  at  your  request  -  the  Congressional  Budget  Office  used  the 
1981  funding  level  of  $162  million,  adjusted  for  simple  inflation,  and  estimated  that 
1993  funding  would  have  reached  $291  million.  The  costs  of  not  fully  funding  Title 
X  are  far  greater  in  dollar  terms  and  far  more  tragic  in  human  terms.  Each  year  our 
services  prevent  1.2  million  unintended  pregnancies,  thereby  preventing  roughly  half 
a  million  abortions.  Equally  important,  family  planning  and  reproductive  health  care 
empowers  women  by  enabling  them  to  determine  for  themselves  when  or  if  they  wish 
to  become  pregnant.  Family  planning  means  healthy  mothers,  healthy  babies,  and 
healthy  families. 

Clinics  are  reporting  that  the  complexity  of  health  care  needs  of  their  patients  has 
significantly  increased.  In  the  last  few  years,  the  proportion  of  patients  coming  to 
family  planning  clinics  in  need  of  screening  or  treatment  for  sexually  transmitted 
diseases  (STDs)  or  in  need  of  HIV  screening  has  increased  dramatically.  In  a  survey 
conducted  in  1991,  many  providers  responded  that  10-15  percent  of  their  clients  are 
infected  with  chlamydia,  the  most  prevalent  STD.  Clinics  are  in  desperate  need  of 
additional  resources  to  respond  to  the  demand  for  these  services.  While  separate 
STD  clinics  exist,  women  do  not  frequent  them;  rather  they  rely  on  family  planning 
clinics. 

Appropriate  testing  and  treatment  for  chlamydia  -  which  often  has  no  symptoms  - 
have  been  proven  to  lower  the  incidence  of  the  disease  which  results  in  saving 


781 


thousands  of  dollars  in  lost  wages  and  treatment  costs  for  women  who  otherwise 
would  suffer  the  worst  consequences  of  the  disease  —  pelvic  inflammatory  disease, 
ectopic  pregnancy,  and  infertility.  A  demonstration  project  conducted  in  the 
Department  of  Health  and  Human  Services  Region  X  is  a  good  example  of  how 
targeted  funds  for  screening  are  a  wise  investment.  Chlamydia  screening  activities 
resulted  in  a  53%  decrease  in  the  incidence  of  chlamydia  infection  in  Region  X  family 
planning  clinics  between  1988  and  1991. 

Last  year,  Congress  authorized  a  new  program  to  target  funds  for  the  screening  of 
STDs  associated  with  infertility,  especially  chlamydia.  The  legislation  did  not  become 
law  until  after  the  completion  of  the  appropriation  process.  Mr.  Chairman,  NFPRHA 
also  wishes  to  express  its  support  for  funding  this  new  infertility  screening  program. 
NFPRHA  respectfully  requests  $25  million  for  Fiscal  Year  1994. 

A  decade  of  attacks  has  left  the  Title  X  family  planning  program  bruised  but  not 
broken.  Rather,  our  clinics  and  health  professionals  are  more  committed  than  ever 
to  assuring  access  to  high  quality  family  planning  and  reproductive  health  care  for 
all  women  regardless  of  their  economic  status.  Our  funding  request  for  the  Title  X 
family  planning  program  and  the  infertility  screening  program  will  help  the  national 
network  of  Title  X  clinics  to  do  just  that. 

Thank  you  for  permitting  me  to  submit  this  testimony.  I  am  ready  to  respond  to  any 
questions  you  or  other  members  of  this  Subcommittee  may  have.  And  I  thank  you 
in  advance  for  your  consideration  of  this  request. 


STATEMENT  OF  JANE  S.  ROEMER,  EXECUTIVE  DIRECTOR  FOR 
PUBLIC  POLICY,  NATIONAL  SAFETY  COUNCIL 

As  the  Appropriations  Subcommittee  on  Labor,  Health  and  Human  Services,  Education  and 
Related  Agencies  considers  fiscal  year  1 994  appropriations  for  the  Department  of  Labor,  the 
National  Safety  Council  urges  you  to  support  the  Occupational  Safety  and  Health 
Administration's  proposed  motor  vehicle  occupant  protection  rule. 

Motor  vehicle  crashes  are  the  number  one  cause  of  on-the-job  fatalities    In  proposing  to 
require  safety  belts,  motorcycle  helmets  and  driver  safety  awareness  training  in  the  workplace, 
OSHA  estimates  its  rule  could  save  up  to  689  lives  and  31,500  lost-workday  injuries  every 
year 

In  case  after  case  where  employers  have  implemented  the  kinds  of  requirements  proposed  in 
OSHA's  rule,  there  have  been  notable  reductions  in  traffic  crash-related  injuries  and 
significant  savings  in  employer  costs. 

Now,  when  injury  prevention  plays  so  clear  a  role  in  reducing  the  growing  burdens  on  our 
nation's  health  care  system,  it  is  more  important  than  ever  for  Congress  to  support  OSHA  in 
its  effort  to  address  the  leading  cause  of  workplace  deaths  and  injuries    The  enclosed  fact 
sheet  lists  fifty  organizations  which  recently  reiterated  their  support  for  a  motor  vehicle 
occupant  protection  rule. 

In  the  interest  of  saving  lives,  preventing  injuries  and  reducing  health  care  costs,  we  urge  you 
to  maintain  funding  for  OSHA  to  implement  this  important  rule. 

Why  Congress  Should  Support 
OSHA's  Motor  Vehicle  Occupant  Protection  Rule 

In  1991,  nearly  10,000  people  died  as  a  result  of  unintentional  workplace  injuries.    Of  these, 
3500— or  over  one  third— involved  motor  vehicles. 
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The  Occupational  Safety  and  Health  Administration  in  the  Department  of  Labor  is  charged 
with  setting  standards  to  protect  the  health  and  safety  of  our  nation's  workers    In  1990, 
OSHA  proposed  a  motor  vehicle  occupant  protection  rule  aimed  at  reducing  the  thousands  of 
deaths  and  injuries  which  are  caused  every  year  by  work-related  motor  vehicle  crashes. 
Comments  to  the  docket  and  at  public  hearings  overwhelmingly  supported  the  proposal. 

Last  summer,  an  effort  was  launched  in  Congress  to  prevent  OSHA  from  issuing  an  occupant 
protection  rule.    This  proposed  appropriations  rider  would  have  prohibited  OSHA  from 
spending  funds  to  implement  a  rule.    Opponents  of  an  OSHA  rule  claim  it  would  place  an 
undue  economic  burden  on  businesses.    Supporters  of  a  rule  believe  it  would  in  fact  result  in 
substantial  economic  savings  to  businesses  by  reducing  the  financial  burden  of  preventable 
deaths  and  injuries  which  now  cost  employers  $2  billion  a  year  in  workers'  compensation, 
health  care,  lost  productivity  and  similar  costs. 

Congress  rejected  this  attempt  to  stop  OSHA  from  going  forward  with  an  occupant  protection 
rule    We  are  hopeful  that  OSHA  will  proceed  expeditiously  with  promulgating  a  final  rule. 

We  urge  Congress  to  support  OSHA's  motor  vehicle  occupant  protection  rule  and  to  oppose 
any  attempts  to  weaken  or  defeat  it. 

Important  Facts  About  OSHA's  Proposed  Occupant  Protection  Rule: 

1.  Elements  of  the  proposed  rule: 

•  Use  of  safety  belts  on  the  job 

•  Use  of  motorcycle  helmets  on  the  job 

•  Driver  safety  awareness  program 

2.  Reasons  for  a  rule: 

•  Motor  vehicle  crashes  are  the  single  greatest  cause  of  on-the-job  fatalities. 
In  the  manufacturing  sector,  more  workers  are  killed  in  motor  vehicle 
crashes  than  by  fixed  machinery. 

•  OSHA  estimates  its  rule  would  save  up  to  689  lives  and  31,500  lost-workday 
injuries  every  year. 

•  Occupational  motor  vehicle  crashes  cost  the  country  $18  1  billion  in  1991 
alone;  employers  and  taxpayers  bear  much  of  this  financial  burden 

3.  Enforcement: 

•  The  rule  will  be  enforced  just  like  other  OSHA  standards  requiring  use  of 
personal  protective  equipment  such  as  hardhats. 

4.  Benefits  to  businesses: 

•  Employer  occupant  protection  programs  have  been  shown  to  save  lives  and 
cut  costs:    In  1989,  Indiana  Bell  Telephone  Co.  began  a  safety 
awareness/belt  use  program.    The  result:    lost  workdays  from  motor  vehicle 
crashes  were  reduced  by  80%,  accidents  decreased  68%,  related  costs 
dropped  82%  and  the  company  saw  savings  of  more  than  $200,000  a  year. 

•  Because  of  success  stories  like  this  one,  companies  all  over  the  country  are 
expanding  their  safety  belt  and  safety  awareness  programs. 

•  The  Department  of  Transportation  estimates  that  each  corporate  dollar 
invested  in  a  safety  belt  program  yields  a  $105  return. 

5.  State  laws: 

•  While  national  safety  belt  use  is  roughly  60%,  companies  with  safety  belt 
programs  are  achieving  use  rates  of  70-100%. 

•  An  OSHA  rule  will  complement  and  reinforce  existing  state  safety  belt  and 
motorcycle  helmet  requirements. 

•  Although  many  states  have  safety  belt  laws,  an  OSHA  rale  will  fill  a  number  of 
gaps  in  coverage. 
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6.  Who  supports  an  OSHA  motor  vehicle  occupant  protection  rule? 

•  The  comments  in  the  public  docket  for  OSHA's  proposed  motor  vehicle 
occupant  protection  rule  overwhelmingly  favor  a  rule. 

•  An  occupant  protection  rule  has  the  broad  support  of  many  businesses, 
labor  unions,  highway  safety  advocates  and  workplace  safety  proponents, 
including  the  following: 


Advocates  for  Highway  and 

Auto  Safety 
Alliance  of  American  Insurers 
American  Coalition  for  Traffic 
Safety 
American  College  of 

Emergency  Physicians 
American  College  of  Preventive 

Medicine 
American  College  of  Surgeons 
American  Insurance 

Association 
American  Public  Health 

Association 
American  Red  Cross 

ITT  Hartford  Insurance 

Group 
Independent  Insurance  Agents 

of  America 
Kemper  National  Insurance 

Companies 
Liberty  Mutual  Insurance 

Company 
Mothers  Against  Drunk 

Driving 
Motor  Voters 
Missouri  Injury  Control 

Advisory  Committee 
Missouri  Safety  Council 
National  Association  for 

Family  and  Community 

Education 
National  Association  of 

Governors'  Highway 

Safety  Representatives 
National  Association  of 

Orthopaedic  Nurses 
National  Association  of 

Pediatric  Nurse  Associates 

and  Practioners 


American  Traffic  Safety 

Services  Association 
American  Trauma  Society 
Builders  Exchange  of  East  Central 

Ohio 
Center  for  Auto  Safety 
Citizens  for  Reliable  and  Safe 

Highways 
Coalition  for  Consumer  Health 

&  Safety 
Consolidated  Service  Corporation 
Deere  &  Company 
Epilepsy  Foundation  of 

America 
Government  Employees 

Insurance  Company 
National  Association  of 

Professional  Insurance 

Agents 
National  Association  of  State  EMS 

Directors 
National  Commission  Against 

Drunk  Driving 
National  Head  Injury 

Foundation 
National  SAFE  KIDS 

Campaign 
National  Safe  Workplace 

Institute 

National  Safety  Council 
Nationwide  Insurance  Company 
Northern  Plains  Natural  Gas 

Company 
Public  Citizen 

San  Francisco  Injury  Center 
Stark  Technical  College 
State  Farm  Insurance  Company 
The  Trauma  Foundation 
The  Travelers 

United  Steelworkers  of  America 

Virginia  Head  Injury 
Foundation 

Wausau  Insurance  Companies 

Weinkauf  Petroleum,  Inc. 
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STATEMENT  OF  THE  NATIONAL  TUBEROUS  SCLEROSIS 

ASSOCIATION 

INTRODUCTION!   On  behalf  of  the  50,000  children  and  adulte  with  tuberous 
sclerosis,  we  present  to  the  committee  our  request  for  a  gradual  increase  in 
funding  of  Tuberous  Sclerosis  research  and  for  neuroscience  research  in 
general.   The  current  level  of  NIH  funding  for  Tuberous  Sclerosis  research, 
$546,000  annually,  or  approximately  $10  for  each  individual  affected  with 
tuberous  sclerosis,  represents  an  inadequate  investment  given  the  clinical 
complexity  of  the  disorder. 

BACKGROUND i   Tuberous  Sclerosis  was  first  described  by  Dr.  Bourneville  in 

1880.   He  first  recognized  the  unlikely  conglomeration  of  symptoms  and  signs 

as  a  distinct  entity.   In  the  First  Edition  of  Tuberous  Sclerosis  (edited  by 

Dr.  Manuel  R.  Gomez),  M.  Critchley  explains: 

"Nothing  can  be  more  striking  than  the  classic  picture  of  gross 
retardation,  intractable  epileptic  fits,  the  florid  macular  eruption 
over  the  butterfly  area  of  the  face,  and  the  subsequent  surprise-finding 
of  most  unusual  multiple  brain  lesions.   Add  to  this  constellation 
tumors  in  the  heart,  gut,  lungs,  and  kidneys,  and  a  veritable  galaxy  of 
pathological  marvels  becomes  evident.   Nor  do  the  bones  escape,  for 
radiology  often  brings  to  light  osteoporotic  cysts  in  the  toes  and 
metatarsals. " 

Tuberous  Sclerosis  can  appear  in  any  combination  of  symptoms,  can  be  variable 

in  its  expression  between  families  and  even  within  families,  and  can  make  its 

appearance  in  the  infant,  or  not  until  the  child-bearing  ages.   This  is  what 

makes  our  job  at  NTSA  more  difficult,  and  why  we  are  here  to  ask  your 

assistance  in  our  quest  to  understand  the  causes  of  TuberouB  SclerosiB, 

discover  the  means  by  which  the  symptoms  of  the  disease  can  be  eliminated  or 

ameliorated,  and  to  determine  how  the  disease  can  be  prevented  from  future 

generations.   There  is  much  work  ahead  of  us,  but  it  1b  our  hope  that  by 

presenting  our  case  for  support  before  Congress,  we  can  look  to  the  National 

Institutes  of  Health,  to  begin  to  chart  a  strategy  to  meet  the  research  and 

clinical  needs  for  those  with  Tuberous  ScleroBls. 

PREVALENCE  Of  TUBEROUS  SCLEROSIB I   Tuberous  Sclerosis  affects  1  out  of  every 
5,000  live  births  and  the  estimated  incidence  worldwide  is  1  out  of  10,000. 
With  better  medical  care,  more  infants  with  Tuberous  Sclerosis  survive  today, 
and  with  better  diagnostic  tools,  more  adults  are  being  diagnosed  with 
Tuberous  Sclerosis  everyday. 

Tuberous  Sclerosis  was  once  considered  extremely  rare.   However,  increased 
recognition  of  Individuals  with  less  severe  manifestations  of  the  disorder  and 
the  use  of  newer  diagnostic  studies  to  confirm  the  presence  of  Tuberous 
Sclerosis  in  less  obvious  patients  has  led  many  leading  research  scientists  to 
predict  that  Tuberous  Sclerosis  may  in  fact  be  one  of  the  most  prevalent  of 
all  genetic  disorders. 
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REQUEST  FOR  NIH  RESEARCH  FUNDING i    NTSA  aekB  that  dedicated  funding  be 

awarded  over  the  next  five  years  (1994-1999)  for  Tuberous  Sclerosis  research 

in  the  following  areas t 

Isolating  and  characterizing  the  genes  responsible 

for  Tuberous  Sclerosis  on  Chromosomes  9  and  16 $3,750,000 

Behavioral  and  sleep  disorders,  and  autism  in 

Tuberous  Sclerosis $3,000,000 

Seizure  disorders  in  Tuberous  Sclerosis $1,000,000 

Basic  research  on  the  development  of  the  brain  and 

the  organs $1,000,000 

Cancer  studies  on  tumor  growth  and  regression  in 

Tuberous  Sclerosis SI. 000. 000 

Total  funding  requested  for  Tuberous  Sclerosis 

research $9,  750,000 

As  a  result  of  this  research,  NTSA  anticipates  that  the  gene  markers  will  be 

identified  allowing  genetic  testing  for  Tuberous  Sclerosis,  and  significant 

progress  will  be  made  in  our  understanding  of  the  many  manifestations  of  this 

disease,  and  potential  therapeutic  therapies  will  be  developed  to  control, 

cure  and  prevent  this  devastating  disease. 

IMPACT  OF  TUBEROUS  SCLEROSIS  RESEARCH  ON  OTHER  DISEASES  I   The  results  of  these 
studies  will  have  direct  impact  on  the  treatment  of  other  diseases  affecting 
millions  of  Americans,  specifically  epilepsy,  kidney  disease,  autism,  mental 
retardation,  other  neurocutaneous  diseases,  and  cancer  as: 

•  84%  of  tuberous  sclerosis  victims  have  epilepsy. 

•  Tuberous  Sclerosis  is  the  largest  identifiable  cause  of 
autism. 

•  Other  than  head  injury,  tuberous  sclerosis  is  the  largest 
identifiable  cause  of  seizures. 

•  Every  person  with  tuberous  sclerosis  has  a  tumor  in  one  or  more 
organs. 

•  The  heart  tumorB  associated  with  tuberous  sclerosis  are  the  only 
known  tumor  that  actually  regresses  with  age. 

SUMMARY i   Mr.  Chairman,  this  past  year  has  seen  tremendous  progress  toward 
finding  the  clues  behind  such  medical  mysteries  as  Huntington "s  disease, 
Neurofibromatosis,  and  ALS.   Such  progress  would  not  have  been  possible 
without  the  support  of  the  National  Institutes  of  Health.   We  ask  that  you 
include  Tuberous  Sclerosis  in  the  National  Institute  of  Health  research 
agenda.   Today  and  tomorrow  and  everyday  a  child  is  born  with  Tuberous 
Sclerosis.   By  including  Tuberous  Sclerosis  in  the  research  agenda  of  the 
National  Institutes  of  Health  we  can  look  toward  a  future  where  no  more 
children  or  adults  will  have  to  live  —  or  die  with  Tuberous  Sclerosis. 


We  appreciate  the  attention  of  the  committee  and  stand  ready  to  respond  to  any 
inquiries  you  may  have. 
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STATEMENT  OF  MARY  ANN  SMITH,  CO-DIRECTOR  AND 
REPRESENTATIVE,  NATIONAL  WRITING  PROJECT 

On  behalf  of  classroom  teachers  across  the  country.  I  want  to  thank 
you   for  the   second   year  of  Federal   funding   for  the   National   Writing   Project 
and  report  on  our  accomplishments  as  a  result  of  the  $2,500,000 
appropriation. 
Accomplishments 

1.  We  multiplied  our  Federal  investment  by  more  than  five  times. 
For  every  Federal  dollar,  we  were  able  to  garner  over  five  additional 
dollars  from  state,  university,  school  district  and  other  local   sources   to 
support  the  work  of  the  National  Writing  Project.     This  5   to   1   ratio  makes 
the   Project  uniquely  cost  effective. 

2.  We   reached    105,029   teachers  this   year   through   National   Writing 
Project  summer  and  school  year  programs.     Since  the  project  began  20 
years    ago,    over    1,100,000   teachers    have   voluntarily   participated    in    writing 
project  programs.      Serving   so  many   teachers   is   both   possible   and   practical 
because   of  our  teachers-teaching-teachers   model.      We    identify   and    work 
with    the   best   teachers    in    the   country   so   that   they   can    provide    inservice 
workshops   for   hundreds   and   hundreds   of  their  colleagues.      These   National 
Writing    Project    teacher   leaders    have    absolute   credibility    with    their   fellow 
teachers    and,   once   empowered,   the   teacher   leaders   give    power   and 
knowledge  to  others   in   the   profession. 

3.  We   reached   nearly   20.000   students   through   summer   young 
writers   camps   and   over  7,300,000   students   of  all   ethnic   and   linguistic 
backgrounds   through   their  classroom  teachers.      In  other  words,  in   a   single 
year.    18%   of  the   nation's   K-12   public   school    students   benefited   from   a 
Federal    investment   that   amounts   to  34   cents   per   student!      The   National 
Writing   Project   has   squeezed   an   astounding   amount   out   of  every   dollar 
and    has,   in   the   process,   improved   student   writing   and    literacy   across   the 
nation. 

Documentation    of    accomplishments 

Our   latest  evaluation   studies,   compiled    with   the   assistance   of 
Inverness    Research    Associates.    Inc..    demonstrate    that    student    writing    does 
improve  in   the  classrooms  of  National  Writing  Project  teachers.      Of 
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particular   interest   are   dramatic    gains    among    low-achieving    students. 
Examples: 

•  Students  (in  the  14  Chicago  schools  receiving  National  Writing 
Project  inservice)  show  significantly  higher  gains  on  the  Illinois  Goals 
Assessment   Program   writing   test   when   compared   to   gains   city-wide. 

•  In  South  Carolina,  the  pass  rates  on  the  state  Basic  Skills 
Assessment  Program   writing  exam   have  increased   by    12%   since   a   local   site 

began. 

•  In   one   California   urban  district,   high   school   students'   performance 

on   local   writing  assessment  rose  from  the  lowest  to  the  highest  in  one  year. 

•  One  controlled  comparison   study   in   Maryland   shows   an    18-point 
difference   in   mean   writing   scores. 

•  Another  controlled   comparison   study,   conducted   in   California 
schools   with   65   -   88%  ethnic   minority  students,   shows   students   of  National 
Writing   Project   teachers   make   significantly   greater   gains,   pre   to   post  test, 
than    peers. 

The  kinds  of  changes  that  teachers  make  as  a  result  of  their 
participation   in   the  National   Writing   Project  are  documented   in   special 
studies  from  62  sites  across  the  nation.     For  example,  in  South  Carolina. 
California   and   Maryland,   studies   show   teachers   use   more   research- 
supported   teaching   practices   and   feel   more  confident  about  their  teaching. 
As  a  result,   students  write  more,  spend  more  lime  rewriting  and   learn   a 
greater   variety   of  writing   strategies.      Teachers  continue  changing   over 
time,   particularly   with   ongoing  contact  with   colleagues. 
Documentation   of  the   need   for  teacher  networks 

The  need  for  ongoing  contact  has  been  documented  recently  in  a 
five-year   study   by   the  Federally-funded   Center  for   Research   on   the 
Context  of  Secondary  School  Teaching  at  Stanford  University.     The  study's 
findings  show  that  the  most  effective  teachers  belong  to  a  network  of 
professionals   who   address   and   solve   problems   together. 

•  In  fact,  not  one  of  the  teachers  studied  who  developed  challenging 
learning    opportunities    for   students   worked    in   isolation. 

•  Conversely,    teachers    who   were   unsupported    and    isolated    relied    on 
old    practices    or   abandoned    the   teaching   profession    altogether. 
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The   study's   author,   Milbrey   W.   McLaughlin,   suggests   that  creating 
National   standards   and   assessment  is   not  enough   to   improve   schools.      In 
addition,    she    says.    Congress   must   underwrite   teacher    networks    and 
redesign   existing   programs   to  promote   the   view   of  teachers   as   members   of 
learning    communities. 
The  need   for  the  National  Writing  Project 

Clearly,  the  National  Writing  Project  is  an   important,   time-tested,  and 
nationwide  model   for  such  professional   learning   communities.      Teachers 
who  participate  in  the  range  of  National   Writing  Project  programs 
understand   experientially   what   active   learning   means    and   how   to   help 
their   students   become   active   learners.      Teachers   who   are   themselves 
learners    and    writers   and   researchers    understand    the    value    --    for 
themselves   and   their  students  —   of  using   writing   for  learning   and 
thinking,   for  constructing   knowledge   in    any   curriculum   area.      Teachers 
who   are   leaders    in   classroom   reform   understand    that   reform   depends    on 
them  and  on  their  devotion  to  constant  professional   renewal.      Miles   Myers, 
Executive  Director  of  the  National  Council  of  Teachers  of  English,  has  called 
the   National   Writing   Project   "the   best  staff  development   model   in   history." 

Right   now,   however,   there   are   teachers   in   this   country   who   are 
working  in   isolation,  who  have  no  access  to  programs   and  information   that 
are   guaranteed   to   improve   their   teaching.      And   there   are   children   who   are 
on  hold  with  a  door  to  the  future  closed  to  them.     Many  of  these  children 
are  part  of  the  38%  increase  in  the  last  decade  of  non-native  speakers  in 
the  United  States.     Many  have  yet  to  engage  in  the  kinds  of  writing  and 
reading  events  that  will   help  them  learn   in   all  subject  areas  and   later, 
experience   success   in   the   workplace.     Expansion   of  the   National   Writing 
Project  means  equal  access  and  an  equal  chance  to  help  all   students 
become    literate   citizens. 
The   future   of  the   National   Writing   Project 

Our   Federal   funding   is   the   catalyst   for   nationwide   investment   in 
literacy.     In  fact,  it  is  the  catalyst  for  our  entire  operation  and   without  it, 
most  sites  will  be  unable  to  continue.     We  ask.  then,  for  continued  and 
greater   investment   in   the   National   Writing   Project. 
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More  funding  will  bring  us  more  matching  dollars.     Our  success  this 
year  —  over  5  local  dollars  for  every   1   Federal  dollar  --   is  a  good  predictor 
of  what  we  can  do  with  additional  support.     The  National  Writing  Project  is 
making    a   long-term   investment   in   teachers   and   in   classroom   reform. 
Anything   less   --   the   traditional   top  down   summer   school   course   and   the 
single   shot   workshop  in   the   school,   for  example   --   leaves   teachers   without 
the   possibility   of  renewal   and   ongoing   support   they   must   have   to   meet   the 
challenges   of  a   changing   student   population   and   a   standard   of  excellence 
for  all   students. 

With    increased   Federal    support,   the   National    Writing    Project   will    be 
able   to  add    to   its   network   of   151    sites   and   thereby,   serve   teachers    in   more 
regions  of  the  country. 

More  funding  will   allow  more  support  for  existing  sites.     The   funds 
for  local  sites   this  year  was  minimal:   from  $13,000  to  $18,500  per  site. 
With   grants   of  $40,000  --   matched   locally  by  $40,000  --   the   National 
Writing  Project  will   be  able  to  expand  the  influence  of  America's  best 
teachers   and   therefore,   the   effectiveness   of  a   larger   number   of   teachers. 

In  fact,  a  primary  use  of  additional  support  will  be  to  make  research 
and    best  classroom   practices   available   to  more   teachers   and    their  students. 
These   dissemination    efforts    now    include   summer   institutes    and    inservice 
workshops  in  the  schools.     They  also  include  a  wide  range  of  target 
programs:    teacher   research,   portfolio    assessment,    writing    across    the 
disciplines,   issues   in   urban   education,   issues   in   teaching   non-native 
speakers,   issues    in   rural   education,   parents   as   partners,   writing   and 
computers,   and   so  forth.      The  National   Writing   Project   works  closely   with 
the   Federally-funded   Center  for  the   Study  of  Writing  and   Literacy   to 
disseminate   pertinent  research   and   to  co-publish   a  quarterly  journal.      The 
Project  has  its   own  publications  as  well,  including   a  new  teacher-written 
series   of  books   that  will  be  released  this  year. 

Federal  funding  for  FY  93  will  be  available  to  the  National  Writing 
Project  on   September  30.     The  Project  is  now  seeking   a  five-year 
reauthorization    through   S70   which   has   32   co-sponsors   to   date. 

The  National  Writing  Project  is  the  only  national  program  in  America 
to  improve  the  teaching   and   learning  of  writing  and  the  uses  of  writing  for 
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thinking   in   every  subject  area.      Across   the  nation,   teachers   at  all   grade 
levels,    kindergarten    through    university,    believe    in    the   project    that 
increases    their   professionalism.      Our   over    1,100,000   participants    testify    to 
this    belief. 

On   behalf  of  these  teachers  and  all   those  yet  to  participate,   we  ask 
again   for   your   support. 


STATEMENT  OF  SGT.  MAJ.  MICHAEL  F.  OUELLETTE,  U.S. 
ARMY  (Retired)  ON  BEHALF  OF  THE  NONCOMMIS- 
SIONED OFFICERS  ASSOCIATION  OF  THE  UNITED 
STATES  OF  AMERICA 

Mr.  Giairman,  I  am  relired  U.S.  Army  Sergeant  Major  Michael  F.  Ouellette,  Director 
of  Legislative  Affairs  for  the  Non  Commissioned  Officers  Association  of  the  United  States  of 
America  (NCOA).    Hie  Association  is  a  congressionally-chartered  organization  with  a 
membership  in  excess  of  160,000  active  duty  and  veteran  noncommissioned  and  petty  officers 
serving  in  every  component  of  the  Anned  Forces  of  the  United  States;  Army,  Marine  Corps, 
Navy,  Air  Force,  and  Coast  Guard. 

NCOA  is  grateful  to  the  Chairman  and  the  members  of  the  subcommittee  for  the 
opportunity  to  provide  testimony  concerning  (lie  Association's  obligation  to  its  members  in 
the  area  of  educational  needs  and  requirements  of  their  dependents.    The  subcommittee    has 
traditionally  provided  time  to  NCOA  to  present  its  views  on  Impact  Aid,  and  subsequently 
responded  in  many  instances  to  our  expressed  concerns.    This  year,  the  Administration's 
obvious  lack  of  concern  for  the  education  of  military  children,  coupled  with  the  current 
turmoil  being  experienced  within  military  service  structure,  will  test  the  "mettle"  of  this 
subcommittee.    It  is  imperative  that  the  members  of  the  subcommittee  realize  and  fully 
understand  the  criticality  of  the  situation  in  the  absence  of  support  from  the  Administration. 
NCOA  is  hopeful  that  the  Chairman  and  the  subcommittee  will  respond  to  the  concerns 
expressed  by  the  Association  today. 

BACKGROUND 

In  1950,  PL.  81-874  assured  members  of  the  military  and  civilian  school  districts  that 
the  federal  government  recognized,  in  law,  its  obligation  to  provide  education  opportunities  to 
military  children  without  imposing  financial  hardships  on  the  civilian  areas  in  which  a 
particular  school  district  was  located.    The  Impact  Aid  Program  has  been  effectively  managed 
by  the  Department  of  Education  (DOE)  over  the  years,  but  like  the  Social  Security  System, 
management  of  the  program  has  become  significantly  more  difficult  because  of  the  "add  on" 
categories  of  students  that  have  been  included  in  the  funding  disbursements  made  by  DOE. 
That  plus  the  lack  of  significantly  increased  funding  levels  appropriated  each  year,  has  made 
the  program  today  a  mere  "shadow"  of  what  it  was  intended  to  be.    There  have  been  even 
further  management  requirements  imposed  on  DOE  through  the  identification  of  "SUPER" 
funding  requirements  that  actually  were  efforts  made  to  meet  the  needs  of  the  more  heavily 
impacted  school  districts.    NCOA  salutes  DOE  for  their  exceptional  management  of  a 
program  that  would  very  well  be  termed  the  ultimate  management  "nightmare". 

STUDENT  POPULATION 

At  the  present  time  approximately  60%  of  military  members  have  school  age  children. 
Impact  Aid  funds  are  disbursed  to  school  districts  in  support  of  approximately  560,000.  It  is 
important  to  point  out;  however,  that  many  more  students  arc  being  educated  in  Department 
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of  Defense  operated  school  systems  in  the  United  States  and  overseas  areas.    Operating  funds 
to  support  these  military  schools  are  disbursed  by  DoD.    Such  an  arrangement  was  sufficient 
to  meet  the  needs  in  the  past.    However,  the  changing  military  environment,  the  on-going 
military  downsizing  initiatives,  and  continued  base  closure  actions  in  the  United  States  are 
presenting  dilemmas  of  uncertainty  with  regard  to  proper  management  of  Impact  Aid  funds. 
An  apparent  lack  of  coordination  between  DoD  and  DoE  in  matters  involving  the  relocation 
of  the  military  population  compounds  this  problem.    As  a  result,  funding  is  not  being  directed 
to  the  most  beneficial  locations.    NCOA  believes  it  to  be  absolutely  necessary  that  this 
subcommittee  be  aware  that  the  current  stale  of  unrest  and  uncertainty  within  the  military 
structure  dictates  a  change  be  made  in  the  way  funds  are  disbursed. 

FUNDING  LEVELS 

NCOA  simply  does  not  understand  the  willingness  on  the  part  of  the  Administration  to 
phase  out  funding  needed  to  meet  the  government's  responsibility  to  educate  category  "b" 
students.    NCOA  believes  this  category  should  continue  to  be  fully  funded;  however,  the 
President's  budget  reduces  current  funding  and  fails  to  provide  funds  after  three  years.    This 
is  a  budget  issued  at  a  time  when  "b"  student  money  is  needed  more  than  ever.    It  is  also  the 
time  when  the  need  for  construction  and  repair  requirements  of  supported  school  districts  is  at 
an  all-time  high.    Ihe  President's  budget  ignores  this  need.    NCOA  believes  the  President  is 
saying  "I'm  all  for  the  education  of  military  children  as  long  as  the  government  is  free  of  the 
obligation." 

EFFECTS  OF  OVERSEAS  TROOP  REDUCTIONS  AND  CONUS 
BASE  CLOSURE  ACTIONS 

The  current  situation  of  reducing  European  troop  strength  while  simultaneously  closing 
bases  in  the  United  Slates  continues  to  pose  significant  problems  for  school  districts 
supporting  those  installations  that  remain  open.    As  military  families  return  from  Europe,  they 
are  directed  to  report  to  a  select  number  of  bases  that  remain  operational,    lhese  bases, 
however,  realize  significant  problems  associated  with  the  larger  influx  of  scrviccmcmbcrs  and 
their  families.    On-base  family  housing  is  not  sufficient  to  support  the  higher  numbers  of 
personnel  and  they  must  be  directed  to  off-base  housing.    This  action  places  them  in  a  "b" 
status  for  Impact  Aid  purposes.    Bases  in  the  United  Stales  that  are  selected  for  closure  action 
contribute  equally  to  the  population  explosion  being  experienced  by  those  bases  that  remain 
open.     It  is  precisely  for  this  reason  that  NCOA  docs  not  understand  the  plan  lo  stop  "b" 
student  funding.    NCOA  again  submits  that  something  musl  be  done  to  force  those 
responsible  to  think  beyond  the  "lillle  square"  of  troop  strength  reductions  and  direct  their 
energies  toward  the  identification  of  problems  being  faced  by  servicemembcrs  and  their 
families. 

NCOA  CONCERNS 

NCOA  is  primarily  concerned  that  the  reduction  and  loss  of  "b"  student  funding  will 
not  only  have  a  severe  impact  on  school  districts,  but  will  directly  result  in  relationship 
problems  between  the  military  and  civilian  communities.    Currently,  it  is  understood  by  the 
civilians  associated  with  the  applicable  school  districts,  that  "b"  student  Impact  Aid  payments 
are  in  fact,  the  military  member's  share  towards  the  educational  requirements  of  their 
children.    Take  those  payments  away  and  NCOA  can  assure  this  subcommittee  that  the 
civilian  community  will  interpret  it  as  "free-loading"  on  their  tax  dollars.    There  can  be  no 
doubt  that  relationships  will  become  strained  at  best.    The  anger  and  frustrations  will  not  be 
vented  directly  at  the  federal  government,  the  root  of  the  problem,  but  rather  at  the  innocent 
servicemembers  and  their  families  who  are  assigned  to  the  area.    Is  the  federal  government 
ready,  willing  and  able  to  justify  such  a  deplorable  situation? 

CONCLUSION 

At  a  time  when  military  servicemembcrs  and  their  families  arc  under  extreme 
pressures  regarding  the  uncertainty  of  their  lives,  putting  the  education  of  their  children  "at 
risk"  is  not  an  acceptable  answer.    Its  time  to  ensure  that  the  federal  government  meets  its 
obligation,  codified  in  law,  to  provide  an  education  to  the  children  of  the  men  and  women 
who  serve  this  country. 
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STATEMENT  OF  ALFRED  MUNZER,  M.D.,  ON  BEHALF  OF  THE  NORTH 
AMERICAN  REGION  INTERNATIONAL  UNION  AGAINST  TUBERCULOSIS 
AND  LUNG  DISEASE 

Mr.  Chairman,  and  members  of  the  Subcommittee.  I  am  Dr.  Alfred  Munzer.  Director  of  Critical  Care  and 
i 
Pulmonary  Medicine  at  the  Washington  Adventlst  Hospital.  I  am-eppearing  today  on  behalf  of  the  North 

American  Region  of  the  International  Union  Against  Tuberculosis  and  Lung  Disease.    The  Union  was 

established  In  1920  and  has  approximately  120  member  countries  Including  the  United  States,  represented 

by  the  American  Lung  Association  and  Its  medical  section,  the  American  Thoracic  Society. 


I  welcome  this  opportunJty-to  support  Increased  funding  for  the  tuberculosis  control  efforts  of  the  United 
States  Public  Health  Service.  These  efforts  not  only  Impact  on  the  health  status  of  Americans  but  on  the 
health  status  of  Individuals  around  the  world.  At  the  outset  Mr.  Chairman.  I  would  like  to  thank  you  for  the 
Subcommittee's  continued  support  for  the  Project  Grants  for  Preventive  Hearth  Projects  for  Tuberculosis, 
administered  by  the  Centers  for  Disease  Control  and  Prevention.  In  the  most  recent  reauthorization. 
Congress  specifically  recognized  the  Program  for  Eliminating  Tuberculosis  In  the  United  States,  Including 
components  such  as  the  Projects  Grants  and  ongoing  research  Initiatives.  The  reauthorization  also  provided 
for  formal  establishment  of  the  Advisory  Councl  on  Eliminating  Tuberculosis.  During  the  reauthorization 
process,  the  authorizing  Committees  spent  considerable  lime  exploring  the  growing  problem  of  tuberculosis 
In  the  United  States  and  worldwide.  Emphasis  on  the  Elimination  Plan  demonstrated  the  authorizing 
Committees'  concerns  about  the  alarming  Increase  In  rates  of  tuberculosis.  Increased  funding  for  the 
Tuberculosis  Program  to  $380  million  within  the  Centers  for  Disease  Control  and  Prevention,  plus  funding 
for  National  Institute  for  Allergy  and  Infectious  Diseases  research  Initiatives  on  tuberculosis  at  a  rate  of  $90 
mlllon,  wfl  demonstrate  this  Subcommittee's  recognition  of  the  problem  of  tuberculosis  and  Its  commitment 
to  the  elimination  of  this  disease. 

TUBERCULOSIS  MORBIDITY  AND  MORTALITY 

In  1990.  the  World  Health  Organization  (WHO)  estimated  that  there  were  over  8  mlllon  new  cases  of  active 
tuberculosis,  with  3  mlllon  deaths  attributed  to  the  disease,  if  one  adds  the  new  cases  to  the  existing  cases, 
the  global  prevalence  rate  of  active  tuberculosis  Is  over  20  mlllon  Individuals.  If  the  picture  is  expanded  to 
Include  Individuals  who  are  Infected  wtih  the  tubercle  becKus.  but  not  diagnosed  with  active  tuberculosis, 
the  number  reaches  an  astonishing  1 .7  bnion.  That  means  that  over  one-third  of  the  world's  population  to 
Infected  wfth  the  bacteria  that  causes  tuberculosis.  By  kseff.  tuberculosis  to  responsible  for  approxtmatety 
25  percent  of  the  paaaflath  deaths  In  the  work).  Tuberculosis  to  the  largest  cause  of  death  from  a  single 
Infectious  agent 

Although  tubercukMto  to  a  preventable  and  curable  disease.  I  stl  persists  as  a  public  health  problem  In  the 
Unfted  States.  You  have  no  doubt  heard  about  the  resurgence  of  tubercukMto  in  the  United  Stales.  Alter 
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year*  of  declining  case  rates,  the  number  of  reported  case*  In  the  United  State*  rose  by  over  18  percent 
In  |ust  sbc  years-from  22.20 1  reported  cases  In  1965  to  26.283  In  1991.  Since  1964.  the  last  year  where  a 
decline  In  rates  was  observed,  there  nave  been  over  39.000  excess  cases  of  tuberculosis.  Tuberculosis 
costs  this  nation  $693  mWon  annualy  Including  $388  mRlon  In  direct  health  care  expenditures  and  $305 
mfflon  In  Indirect  costs. 

Today.  Increases  In  tuberculosis  In  the  Unked  States  occur  In  specific  populations: 

o  minorities:  nearly  two-thirds  of  the  cases  now  occur  among  racial  and 

ethnic  minorities.  The  overaJ  risk  of  tuberculosis  compared  with  non- 
Htspanie  wMes  Is  5.1  times  greater  for  Hispanic*,  4.5  times  greater  for 
American  Indians  and  Alaskan  Natives.  7.9  times  greater  for  non-Hlspanie 
blacks,  and  9.9  times  greater  for  Asians  and  Pacific  Islanders. 

o  chJdren:  of  the  23.495  cases  reported  In  1969.  2131  were  In  chldren  below 

age  of  15  years;  46  percent  of  the  case*  occurred  In  minority  populations. 

o  the  elderly:  among  a*  racial  or  ethnic  groups  and  both  sexes,  the 

tuberculosis  case  rat*  I*  highest  In  the  ekferty.  Whl*3l%of  lha  population 
b  over  age  45.  50.5%  of  the  cases  of  tuberculosis  occur*  in  IN*  group. 

o  persons  infected  wtti  human  Imrnunodeflckmcy  vlnjr  HIV  Infection 

appears  to  have  Increased  the  incidence  of  tuberculosis  by  causing 

trranunosuppression  that  stows  latent  tuberculosis  Infection  to  progress 

to  dlnicafty  apparent  disease;  4.3%  of  the  AIDS  cases  In  1991  were 

also  Infective  w«h  tuberculosis, 
o  the  foreign-bom:  tuberculosis  Is  very  common  among  Immigrants,  refugees. 

and  migrant  workers  from  high  prevalence  countries.  Accounting  for 

27  percent  of  al  cases  reported.  60  percent  of  these  cases  occur  In  persons 

less  than  35  years  of  age  at  the  time  of  arrival  in  the  United 

State*;  these  cases  are  potentially  preventable. 

o  adverse  social  conditions:  tuberculosis  occurs  In  45%  of  the  homeless  Deputation 

and  In  23%  of  those  individuals  with  unstable  housing;  Individuals  wfth  a 

median  Income  of  less  than  $10,000  are  at  8  times  greater  risk  of  contracting 

tuberculosis  than  those  with  an  Income  greater  than  $25,000. 

ELIMINATING  TUBERCULOSIS 

The  United  State*  b  at  a  critical  point  with  regard  to  the  elimination  of  tuberculosis.  There  are  many  factors 
favoring  Its  elimination.  Including  the  Increasing  Interest  In  tuberculosis  in  th*  medical  community  and  by 
the  media,  the  development  of  new  technologies  for  the  prevention  and  control  of  tuberculosis,  and  an 


794 


Improved  surveMance  system.  The  Strategic  Plan  for  the  Elimination  of  TubercUosIs  In  IN.  Untied  Smtiw 
was  adopted  In  1968  and  endorsed  by  Secretary  of  Health  and  Human  Services  Dr.  Louts  SuWvan.  It 
(dentftad  as  a  Year  2000  objective  a  case  rate  of  3.5  per  100.000  population  The  ultimate  goal  Is  elimination 
by  the  year  2010  with  a  case  rate  of  less  than  0.1  per  100.000  population.  The  current  case  rate  b  10.4  per 
100.000. 

Dramatic  changes  In  the  Incidence  of  tuberculosis  since  the  mid-1960s  seriously  feopardtze  the  goal  of 
elimination.  Other  factors  worVing  against  the  elimination  of  tuberculosis  include  the  alarming  development 
of  tuberculosis  which  b  resistant  to  first-line  drugs-muM-drug  resistant  (MDR)  tuberculosis-  For  example. 
In  New  York  City,  data  for  1991  Indicate  that  at  least  33  percent  of  patients  are  resistant  to  at  least  one  drug 
wth  19  percent  resistant  to  two.  bontazld  and  rifampin  MDR  tuberculosis  hae  a  mortality  rate  of 
approximately  60%. 

Last  year  the  CDC  developed  the  National  Plan  to  Combat  MtiUdrua  Resistant  TubercHmh  and  »»  r*™* 
wflh  the  Plan' s  recommendations.  This  Plan,  however,  should  not  be  seen  as  a  replacement  for  the  Strategic 
Plan. 

We  recommend  that  the  Strategic  Plan  tor  the  Elimination  of  Tuberculosb  In  the  United  States  be  reviewed 
and  revised  to  address  the  problems  of  tuberculosb  elimination  encountered  since  the  plan  was  adopted 
In  196a-  The  recommendations  for  MDR  tuberculosis  should  be  Incorporated  Into  this  revision  for  a 
comprehensive  strategy  against  tuberculosb.  Furthermore,  the  Han  must  address  the  development  of  new 
objectives  and  recommendations  critical  to  providing  direction  to  states  for  the  prevention  and  control  of 
this  communicable  disease 

Our  states  must  once  again  be  empowered  with  the  responsfelty  for  tuberculosb  control  actrvty.  Every 
state  should  have  an  Elimination  Plan  which  establishes  guidelines  for  the  identification,  reporting,  treatment 
and  prevention  of  tuberculosb  b  Ha  jurisdiction.  Continued  funding  to  states  through  the  Tuberculosb 
Pro|ect  Grams  must  be  contingent  upon  adoption  of  an  adequate  state  elimination  plan.  Such  plans  should 
Include  expanded  survelllence  activity  such  as  patient  outreach  and  directly  observed  therapy,  rapid  foBow- 
up  of  persons  diagnosed  with  tuberculosis,  new  screening  act Mty  and  screening  through  communfey  based 
organtzatlona. 

In  the  Interim,  there  ere  steps  that  should  be  taken.  The  first  step  must  be  expansion  of  the  utlbatlon  of 
existing  prevention  and  control  methods.  Tuberculosb  b  prevented  and  controied  by  a  variety  of  public 
health  methods.  The  American  Thoracic  Society.  medlcaJ  section  of  the  American  Lung  Association,  and 
the  CDC  recency  released  a  revised  |obH  statement  The  Control  of  Tuberculosis  In  the  United  States.  The 
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document  provides  guidance  for  establishing  tuberculosis  control  actfvty  and  Is  Intended  for  persons 
working  In  tuberculosis  control  programs  and  related  programs  In  such  sites  as  correctional  facfittet  and 
homeless  shelters.  A  key  recommendation  Is  consideration  of  directly  observed  therapy  on  an  Intermittent 
schedule  (or  al  patients.  Approximately  10-12%  of  patients  currentfy  receive  directly  observed  therapy. 

Regarding  FY  94  funding,  we  recommend  that  $380  rnKlon  be  provided  lor  CLC's  tuberculosis  elimination 
activity  Including  Tuberculosis  Project  Grants  and  TB/AIDS  actlvty.  The  cost  of  Increasing  funds  to  control 
tuberculosis  Is  small  relative  to  the  cost  of  falure  to  act  According  to  COC.  for  every  dollar  spent  for 
prevention  and  control  of  tuberculosis,  the  nation  saves  an  estimated  $3  to  $4.  The  cost  of  treating  persons 
with  MDR  tuberculosis  ranges  from  $100,000  to  $250,000  per  patient  This  Is  a  burden  that  our  nation's 
health  care  system  cannot  afford. 

RESEARCH  INITIATIVES 

It  Is  paradoxical  that  we  can  talk  about  minora  of  tuberculosis  cases  and  deaths  worldwide  In  one  paragraph 
and  elimination  of  this  disease  In  the  next  But,  to  eliminate  tuberculosis  In  the  United  States  and  worldwide 
wfl  require  far  more  than  just  Intensified  and  widespread  use  of  existing  prevention  and  control  methods. 
It  wll  also  require  the  development  of  new  treatments,  diagnostic  and  prevention  technologies,  and  the  rapid 
transmission  of  newly  developed  technologies  to  the  field. 

In  1982  a  Joint  Study  Group  of  the  World  Health  Organization  and  the  International  Union  Against 
Tuberculosis  and  Lung  Disease  pointed  out  the  need  lor  additional  research  In  tuberculosis,  stating  that  this 
need  exists  In  developed  as  wet  as  developing  countries.  Al  a  conference  in  June  1965.  sponsored  by  the 
Centers  for  Disease  Control,  the  National  Institutes  of  Health,  the  American  Thoracic  Society,  and  the 
Plttsnetd  Antituberculosis  Association,  specific  research  recommendations  were  developed.  A  working 
conference  was  convened  In  February  1988  as  a  follow-up  to  address  research  Initiatives  related  to  the 
Immunology  of  tuberculosis. 

In  December  1990.  a  workshop  iMed  "Future  Directions  In  Tuberculosis  Research*  was  held  to  set  a  national 
agenda  for  tuberculosis  research  in  the  1990s.  II  was  again  cosponsored  by  the  CDC.  the  National  Institute 
for  Allergy  and  Infectious  Diseases,  the  American  Thoracic  Society  and  the  PRtsflekJ  Antituberculosis 
Association.  Specific  recommendations  were  made  for  studies  on  the  development  of  quick,  Improved 
diagnostic  methods,  more  effective  preventive  therapy,  drugs  requiring  shorter  treatment  time  and  therapies 
for  patients  with  drug  resWert  disease.  Recommendations  were  also  made  to  study  behavioral,  economic. 
and  other  factor*  affecting  lack  of  compllanc*  with  drug  regimen*.  New  methods  are  also  needed  to 
Improve  cornpflartce  wlh  and  to  Increase  avalabflry  of  the  moat  coat-effective  preventive  and  therapeutic 
Metvantlona, 
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Federal  support  for  tuberculosis  research  b  concentrated  within  the  National  Institute  (or  Allergy  and 
Infectious  Diseases.  The  overal  support  within  this  Institute  for  research  specific  to  M.  tuberculosis  has 
Increased  from  $323,000  In  FY  79  to  $5.2  mfllon  In  FY  92.  Part  of  this  significant  Increase  Is  an  outcome 
of  the  initial  conference  In  the  mid  1980s  to  Identify  new  research  activity.  Including  a  number  of  grants 
funded  under  the  RFA.  "Research  Leading  to  an  Accelerated  Decline  In  Tuberculosis  Morbid  fry  and  Mortally*. 


In  February  1992,  NIAID  sponsored  a  one-day  workshop  to  develop  an  agenda  to  Intensify  tuberculosis 
research  efforts  Including  Improvement  of  existing  diagnostic  tests  which  are  not  reliable  in  Individuals  with 
HIV  Infection,  development  of  an  effective  vaccine  to  protect  those  at  risk  of  Infection  and  Identification  of 
more  effective  treatments  for  those  already  Infected. 

The  NIH  Director,  Dr.  Bemedlne  Heafy,  has  Indicated  her  Intent  to  use  reallocation  authority  to  provide  $12.5 
mBlon  to  supplement  tuberculosis  research  actMry  raising  total  NIH  expenditures  to  $37  mBlon  for  FY  93. 
Whle  the  tuberculosis  research  activity  supported  by  these  funds  Is  concentrated  at  NIAID.  NHLBt  also  has 
ongoing  research  actMry  related  to  tuberculosis.  But  this  additional  support  is  avalable  only  In  FY  93. 
Tuberculosis  research  actMry  needs  increased  funding  and  more  Importantly,  stable  funding.  We 
recommned  that  $90  mMon  for  tuberculosis  research  actMty  be  made  avalable  In  FY  94. 


In  conclusion,  Mr.  Chairman,  tuberculosis  to  an  Infectious  disease  that  can  be  transmitted  wfthout  regard  to 
geographic  or  governmental  boundaries.  It  is  a  public  health  problem  not  only  of  national  but  Intemetlonal 
scope.  Its  prevention,  control,  and  elimination  require  a  strong  federal  commitment  and  the  recognition  of 
the  role  of  the  Untied  Slates  as  a  leader  In  the  fight  against  this  age-old  disease. 
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STATEMENT  OF  CHARLENE  WALDMAN,  EXECUTIVE  DIRECTOR,  ON 
BEHALF  OF  THE  PAGET  FOUNDATION 

Once  again  this  year,  The  Paget  Foundation  For  Paget's 
Disease  of  Bone  and  Related  Disorders  is  pleased  to  submit 
a  statement  to  the  subcommittee  regarding  our  request  for 
increased  funding  for  research  on  Paget's  disease  of  bone, 
osteoporosis,  primary  hyperparathyroidism,  osteogenesis 
imperfecta  and  other  bone  and  mineral  disorders.   These 
diseases  which  affect  more  than  27,000,000  Americans  of 
all  ages,  particularly  older  women,  have  not  yet  achieved 
a  level  of  federal  funding  adequate  to  ultimately  reduce 
the  loss  of  independence, disability ,  pain  and  death  which 
they  cause. 

The  inclusion  of  $40,000,000  for  research  on  osteoporosis, 
Paget's  disease  of  bone  and  related  disorders  in  the  NIH 
Revitalization  Act  of  1993  offers  the  most  hopeful  climate 
ever  for  increased  funding  for  the  bone  field.  We  are  fully 
aware  of  the  small  NIH  recommendations  in  the  President's 
budget  and  of  the  exceedingly  difficult  budget  decisions  which  exist 
during  this  appropriations  season.  However,  we  hope  that  the 
committee  will  find  a  way  to  appropriate  the  $40,000,000 
for  Fiscal  Year  1994  so  that  the  scientific  community  will  have 
funding  opportunities  which  have  never  existed  before  to  take 
advantage  of  the  great  progress  in  many  areas  of  basic  and  clinical 
research  which  has  been  made  during  the  last  decade.  The  scientific 
community  in  the  bone  and  mineral  field  is  RESEARCH-READY.  Additional 
funding  opportunities  will  begin  to  provide  answers  to  the  still 
unanswered  questions  about  osteoporosis,  Paget's  disease  and  other 
disorders  and  will,  therefore,  be  a  vise  economic  choice  in  terms  of 
human  suffering  and  improved  health  for  the  millions 
affected . 

Specifically,  the  Foundation's  recommendations  are: 

NIAMS  -  Though  this  institute  is  the  lead  NIH  institute 
for  bone  research,  since  its  inception,  funding  has  never  achieved 
parity  with  other  NIH  institutes,  resulting  in  a  1992  success  rate 
of  only  17. 5&  compared  to  a  success  rate  of  29.756  for  NIH. 
It  is  estimated  that  the  success  rate  for  1993  will  be  17.656 
which  means  that  only  1  in  6  competing  grants  will  be  funded. 
Greatly  enhanced  funding  is  needed  for  the  extramural 
research  program.   Also, NIAMS  is  interested  in  establishing 
a  new  intramural  "Bone  and  Connective  Tissue  Biology  Research 
Laboratory"  devoted  to  basic  and  clinical  research  on  osteoporosis, 
osteoarthritis,  Paget's  disease  of  bone,  osteogenesis  imperfecta, 
skeletal  injuries  and  on  the  basic  biology  of  connective  tissues. 
Additional  funding  is  needed  to  support  this  proposed 
intramural  program. 

NIDDK  -  This  institute  which  included  the  bone  and 
mineral  field  prior  to  the  creation  of  NIAMS,  still  studies 
the  hormones  which  affect  bone  as  well  as  bone  biology. 
We  specifically  request  funding  of  a  multi-center  clinical 
study  on  primary  hyperparathyroidism,  a  disorder  which 
raises  the  blood  calcium  level,  often  damaging  the  skeleton 
and  kidneys  and  other  organs  as  well.  Because  primary 
hyperparathyroidism  may  affect  more  than  100,000  individuals 
each  year,  including  a  majority  of  older  women, it  is  a  significant 
public  health  problem  which  has  not  been  addressed  and 
which  needs  to  be  addressed. 

NIA  -  Siuce  the  major  bone  disorders,  osteoporosis  and 
Paget's  disease  of  bone  primarily  affect  older  people, 
this  institute  needs  additional  funding  to  properly 
address  these  conditions. 


68-619  -  93  -  26 
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NTDR  -  At  present, the  only  laboratory  on  bone  matrix 
at  NIH  is  included  in  this  institute.  More  funding  is  needed 
so  that  NIDR  can  address  the  urgent  basic  scientific  questions 
and  clinical  needs  of  those  Paget's  disease  sufferers  who  have 
severe  complications  in  the  maxilla  and  mandible.  The  Foundation 
strongly  supports  the  proposal  by  the  director  of  NIDR  to 
expand  current  laboratory  efforts  to  include  an  inter-Institute 
Bone  Research  Clinic  in  the  NIH  Clinical  Center  where  patients  with 
diseases  of  bone  and  connective  tissues  could  be  studied. 

The  Foundation  also  asks  the  subcommittee  to  encourage  NCI 
to  increase  its  interest  in  the  destructive  effects  of  cancer 
on  bone  and  specifically  in  the  study  of  osteosarcoma,  a  type 
of  bone  cancer  which  affects  some  Paget's  disease  sufferers  and 
to  encourage  NICDC  to  address  Paget's  disease  related 
hearing-loss. 

The  Foundation,  together  with  The  National  Osteoporosis 
Foundation,  The  American  Society  for  Bone  and  Mineral 
Research  and  The  Osteogenesis  Imperfecta  Foundation,  the 
members  of  the  National  Coalition  For  Osteoporosis  and 
Related  Bone  Diseases,  thanks  the  subcommittee  for  its 
previous  support  of  our  requests  and  hopes  that  Fiscal 
Year  94  can  be  a  break-through  year  which  will  jump-start 
the  needed  research  effort  to  assist  the  millions  of 
individuals  affected  by  bone  diseases. 


STATEMENT  OF  PAMELA  J.  MARALDO,  ON  BEHALF  OF  THE 
PLANNED  PARENTHOOD  FEDERATION  OF  AMERICA 

I  am  Pamela  Maraldo,  President  of  the  Planned  Parenthood 
Federation  of  America.   I  am  grateful  to  the  subcommittee  for 
allowing  me  to  submit  testimony  on  behalf  of  the  Planned 
Parenthood  Federation  of  America. 

With  more  than  30,000  volunteers  and  staff  and  over  500,000 
supporters,  PPFA  is  the  oldest  and  largest  national  voluntary 
family  planning  agency  in  the  United  States.   Our  169  community- 
based  affiliates  in  49  states  and  the  District  of  Columbia 
provide  medical,  educational,  and  counseling  services  to  more 
than  five  million  individuals  each  year  at  920  clinics,  supported 
by  a  mix  of  public  and  private  funds. 

Since  1970,  Title  X  of  the  Public  Health  Service  Act  has  been  the 
core  of  our  national  family  planning  effort.   Each  year,  a 
network  of  some  4,100  public  and  private  clinics  around  the 
country  provide  medical  and  educational  services  to  over  5.3 
million  low  income  women  and  teenagers.   Please  find  attached  a 
copy  of  the  September  1992  analysis  of  the  Title  X  Family 
Planning  Clinic  Network  prepared  by  our  special  affiliate  for 
public  policy  research,  The  Alan  Guttmacher  Institute. 

While  the  primary  focus  of  Title  X  is  contraceptive  services, 
Title  X-supported  clinics  offer  preventive  health  services,  and 
are  often  the  first  place  low-income  women  —  and  especially 
teenagers  --  receive  formal  medical  care.   In  fact,  we  are  the 
only  source  of  health  care  for  over  50  percent  of  our  patients. 
Title  X-supported  clinics  offer  health  screening  assessments  and 
either  treatments  or  referral  for  anemia,  hypertension,  cervical 
and  breast  cancer,  sexually  transmitted  diseases,  kidney 
dysfunction  and  diabetes. 

Each  year,  federally-funded  family  planning  services  prevent  1.2 
million  unintended  pregnancies,  which  would  result  in  509,000 
unwanted  births  and  516,000  abortions.   Every  public  dollar  spent 
to  provide  contraceptive  services  saves  $4.40  in  first-year 
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taxpayer  funds  that  otherwise  would  go  toward  medical  care, 
welfare  and  other  mandated  social  services  —  an  overall  total  of 
$1.8  billion  in  savings  annually.   There  is  no  question  that 
Title  X  is  one  of  the  most  effective  preventive  public  health 
care  programs. 

Title  X  is  a  key  part  of  our  effort  to  prevent  adolescent 
pregnancy.   Almost  1  million  teenagers  become  pregnant  each  year, 
and  their  pregnancies  pose  significant  health  risks  to  these 
mothers  and  their  infants.   Family  planning  and  prevention  of 
unintended  pregnancy  is  essential  to  reducing  the  incidence  of 
low  birth  weight  and  infant  mortality. 

The  Title  X  family  planning  program  is  a  program  that  works.   It 
provides  needed  health  care  services;  it  prevents  unintended 
pregnancies  and  the  need  for  abortion;  it  effectively  addresses 
teen  pregnancy.   And,  it  is  cost  effective. 

Since  its  enactment  in  1970,  Title  X  has  included  a  prohibition 
on  the  use  of  family  planning  funds  for  abortion.   Not  only  have 
Title  X  funds  never  been  used  to  pay  for  abortions,  it  is 
irrefutable  that  Title  X  has  been  the  most  effective  government 
effort  in  reducing  the  need  for  abortion.   And  yet  opponents  of 
family  planning  have  twisted  the  truth  to  claim  that  Title  X 
encourages  abortion.   The  result  has  been  that  Title  X  has  gone 
unauthorized  for  eight  years  and  struggled  with  severe  funding 
cuts.   For  these  reasons,  a  tremendous  number  of  women  continue 
to  go  unserved. 

On  May  5,  the  Senate  Labor  and  Human  Resources  Committee  approved 
H.R.  670,  the  House-passed  Reauthorization  of  the  Title  X 
program.   It  provides  a  two  year  reauthorization  of  the  existing 
program  at  increased  levels  of  funding.   Title  X  has  not  been 
properly  authorized  since  FY85.   Although  appropriations  have 
been  made  each  year  since  then,  the  program  has  suffered.   In 
FY81,  there  was  $162  million  for  Title  X  services.   Only  this 
year  do  we  finally  have  a  funding  level  that  exceeds  this  FY81 
figure.   Yet,  the  current  appropriation  of  $173.6  million  still 
leaves  us  far  behind  where  we  were  12  years  ago  when  both  cuts 
and  inflation  are  taken  into  account. 

According  to  a  study  by  The  Alan  Guttmacher  Institute,  there  were 
approximately  30.5  million  low-income  women  at  risk  of  unintended 
pregnancy  in  the  United  States  in  1990  —  that  is,  sexually 
active,  fertile  and  not  seeking  to  become  pregnant.   Even  the  new 
funding  figures  included  in  H.R.  670  could  not  come  close  to 
meeting  the  needs  of  these  women.   Without  a  dramatic  infusion  of 
money,  we  will  continue  battling  a  situation  where  over  50 
percent  of  all  pregnancies  in  this  country  are  unintended. 

Clinic  budgets  are  overwhelmed  by  an  explosion  in  the  number  of 
patients  infected  with  STDs,  the  AIDS  crisis,  and  the  soaring 
costs  of  oral  contraceptives  and  pap  smears.   The  cost  of  pap 
smears,  critical  to  the  detection  of  cervical  cancer,  has 
increased  nearly  fourfold  over  the  last  three  years.   New  drug 
pricing  policies  may  dramatically  increase  the  cost  of 
contraceptives  to  family  planning  clinics.   Norplant,  the  newest 
contraceptive  method,  will  cost  clinics  $365  for  the  device  alone 
and  an  additional  $200-$300  for  its  implantation  —  too  much  for 
most  clinics  to  subsidize. 

As  a  result  of  the  squeeze  between  increased  costs  and  decreased 
public  funding,  clinics  have  been  forced  to  charge  higher  fees, 
maintain  long  waiting  lists  for  appointments  and  curtail 
community  outreach. 

To  avoid  turning  patients  away,  clinics  around  the  country  have 
been  forced  to  reduce  the  scope  of  their  services.   They  have 
found  it  difficult  to  maintain,  much  less  expand,  the  other  types 
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of  clinical  reproductive  services  so  needed  in  low-income 
communities. 

H.R.  670  sets  funding  levels  which  begin  to  narrow  the  gap 
between  the  revenue  available  and  the  need  for  family  planning 
services. 

Of  the  36  million  American  women  who  are  seeking  to  avoid 
pregnancy,  three  million  are  using  no  contraception,  and  another 
three  million  are  using  the  least  effective  methods.   There  must 
be  intensified  research  into  the  development  of  new  and  improved 
methods  of  contraception  to  enhance  our  ability  as  a  society  to 
lower  the  staggering  55  percent  incidence  of  unintended  pregnancy 
that  still  exists  in  this  country  today. 

Under  the  direction  of  Congress,  NICHD  established  centers  for 
concentrated  research  into  issues  of  contraception  and 
infertility.   While  the  funds  thus  far  allocated  have  been 
sufficient  to  get  these  programs  off  the  ground,  higher  funding 
levels  are  necessary  to  build  on  these  efforts. 

The  Preventive  Health  Amendments  of  1992  provides  for  the 
establishment  of  a  program  of  screening  and  treatment  for 
preventable  cases  of  infertility  arising  from  sexually 
transmitted  diseases  (STDs) .   This  initiative  was  established  to 
be  distinct  from  the  ongoing  program  of  STD  control  and  to 
respond  to  the  nationwide  epidemic  of  chlamydia.   Chlamydia  is  a 
bacterial  infection  which  can  be  asymptomatic  and  yet  have 
devastating  consequences.   It  is  easy  to  treat.   The  money 
allocated  for  this  program  will  more  than  pay  for  itself  in  saved 
lives  and  dollars. 

In  conclusion,  Planned  Parenthood  respectfully  makes  the 
following  recommendations  to  the  subcommittee: 

•  Provide  $238  million  for  the  Title  X  family  planning 
program.   This  is  the  level  authorized  in  H.R.  670,  a  bill 
overwhelmingly  agreed  to  by  the  full  House  of 
Representatives  and  by  the  Senate  Labor  and  Human  Resources 
Committee. 

•  Appropriate  $20  million  specifically  for  the  contraceptive 
development  and  infertility  research  centers  under  the 
auspices  of  NICHD.   This  is  the  amount  contained  in  the 
House  approved  NIH   Reauthorization  bill  which  is  now  in 
House-Senate  conference. 

•  Appropriate  the  $25  million  authorized  for  the  infertility 
prevention  program  established  in  the  Preventive  Health 
Block  Grant  Amendments  of  1992. 

Thank  you  for  your  consideration. 


STATEMENT  OF  THE  POPULATION  ASSOCIATION  OF  AMERICA 
(PAA)  AND  THE  ASSOCIATION  OF  POPULATION  CENTERS  (APC) 

Dear  Mr.  Chairman,  the  Population  Association  of  America 
(PAA)  and  the  Association  of  Population  Centers  (APC)  urgently 
request  support  for  additional  monies  for  demographic  research.  We 
join  with  the  Ad  Hoc  Group  for  Medical  Research  Funding,  the 
Coalition  for  Health  Funding,  and  Research.  America  in  seeking  a 
total  of  $11.6  billion  for  the  National  Institutes  of  Health  (NIH) 
as  a  whole.  Within  that  amount,  we  are  seeking  an  additional  $7 
million- -$4  million  to  be  used  within  the  National  Institute  of 
Child  Health  and  Human  Development  (NICHD),  and  $3  million  to  be 
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used  within  the  National  Institute  on  Aging  (NIA)--to  provide 
adequately  for  their  demographic  research  programs.  These 
additional  funds  will  be  used  to  continue  research  which  provides 
important  information  critical  to  policy  makers.  Two  examples  of 
such  research  are:  (additional  examples  appear  in  the  enclosed 
testimony) 

THE  HEALTH  AND  RETIREMENT  STUDY  ( HRS ) 

While  focusing  on  retirement  decisions,  HRS  also  includes 
data  on  disability,  work  history,  health  and  health  insurance, 
pensions  and  retirement  plans,  and  obligations  to  family  that  may 
bear  on  retirement  decisions.  Using  HRS  data,  researchers  will  be 
able  to  address  issues  related  to  labor  force  participation; 
economic  security;  women  and  minorities;  and  health  and 
disability. 

THE  NATIONAL  SURVEY  OF  FAMILIES  AND  HOUSEHOLDS  (NSFH) 

Analysis  of  the  NSFH  data  provides  rich  insights  into  a 
variety  of  topics  including  the  well-being  of  American  children, 
family  ties,  ethnic  and  racial  aspects  of  intergenerational 
relationships  and  the  impact  of  divorce  on  children  and  families. 

This  past  January,  staff  of  this  Subcommittee  benefited  from 
a  briefing  by  three  prominent  demographers.  All  are  members  of 
PAA.  This  briefing  presented  a  broad  overview  of  current 
demographic  and  social  research  on  issues  related  to  the  labor 
force,  immigration  policy  and  the  well-being  of  children.  Each  of 
these  issues  has  important  policy  implications  during  a  time  of 
economic  restructuring  and  increased  need  for  social  services .  We 
have  been  told  by  staff  that  the  topics  addressed  at  the  briefing 
were  of  great  interest.  The  research  presented  at  this  briefing 
represents  the  range  of  demographic  and  behavioral  research 
supported  by  NICHD. 

Demographic  research  provides  data  which  is  an  important  tool 
for  policy-makers  that  can  save  money  and  promote  informed 
decision  making.  If  this  vital  research  is  to  continue  to  produce 
relevant  and  timely  information,  adequate  funding  is  needed.  We 
appreciate  your  leadership  in  the  past  regarding  funding  for  NIH, 
and  urge  you  to  continue  your  support. 

Thank  you  Mr.  Chairman  for  this  opportunity  to  present  the  position  of  the  Population 
Association  of  America  (PAA)  and  the  Association  of  Population  Centers  (APC)  to  the 
Suhcommittee  on  Labor,  Health  and  Human  Services  and  Education  on  funding  for  the  National 
Institutes  of  Health  (NIH).  PAA  is  a  scientific  and  educational  society  of  professionals  working 
in  demographic  research.  APC  is  a  consortium  of  twenty-one  leading  American  population 
research  centers.  In  addition  to  their  academic  roles,  members  of  both  organizations  provide 
federal,  state  and  local  government  agencies  as  well  as  private  sector  institutions,  with  data  and 
research  findings  to  aid  in  the  decision-making  process.  In  this  testimony,  we  wish  to  address 
funding  levels  for  the  National  Institutes  of  Health  (NIH).  Our  position  regarding  support  for 
NIH  in  Fiscal  Year  1994  concurs  with  that  of  the  Ad  Hoc  Group  for  Medical  Research  Funding, 
the  Coalition  for  Health  Funding,  and  Research!  America  in  seeking  a  total  of  $11.6  billion  for 
NIH  as  a  whole. 

In  addition  to  seeking  support  for  NIH,  we  wish  to  address  specifically  the  field  of 
demographic/social/behavioral  research.  Demographic  research  covers  many  issues  important 
to  our  nation,  such  as  retirement,  minority  health,  disability  and  long  term  care,  child  care, 
immigration,  labor  force  participation,  worker  retraining,  family  formation  and  dissolution,  and 
population  forecasting.  Presently,  the  United  States  is  experiencing  rapid  demographic  shifts; 
yet  these  changes  often  go  unrecognized  until  they  confront  society  with  new  needs  and  demands 
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on  a  massive   scale,   requiring   a  substantial   infusion  of  federal   funds.  Incorporating 

demographic/social/behavioral  research  into  long-term  policy  planning  allows  such  changes  to 
be  tracked  and  anticipated  in  a  manner  that  promotes  coherent  policy  planning. 

As  indicated  above,  the  primary  federal  support  for  demographic  research  comes  through 
NIH,  specifically  the  National  Institute  of  Child  Health  and  Human  Development  (NICHD)  and 
the  National  Institute  on  Aging  (NIA).  We  would  like  to  bring  to  your  attention  the  critical  need 
for  increased  demographic  research  funds.  In  Fiscal  Year  1993,  NICHD  was  essentially  flat- 
funded  and  NIA  received  a  slight  increase  of  1.9  percent.  To  expand  the  present  level  of 
analysis  of  demographic  trends,  we  are  seeking  a  $7  million  increase  -  $4  million  to  be  used 
within  NICHD,  and  $3  million  to  be  used  within  NIA  -  to  provide  adequately  for  their 
demographic  research  programs. 

THE  NATIONAL  INSTITUTE  OF  CHILD  HEALTH  AND  HUMAN  DEVELOPMENT 
(NICHD) 

NICHD  has  a  well-established,  successful  population  research  program.  Among  the 
many  areas  of  demographic  research  supported  by  NICHD  are  families  and  households;  fertility 
and  family  planning;  teen  pregnancy;  mortality;  population  movement,  distribution  and 
composition.  NICHD  also  funds  a  highly  regarded  population  research  centers  program. 
Organized  population  research  centers  provide  a  critical  core  of  professionals  for  conducting 
research  in  a  cost-effective  manner.  Further,  the  centers'  training  programs  are  essential  to 
continue  training  new  cohorts  of  American  scientists  who  bring  fresh  perspectives,  ideas,  and 
improved  methodologies  to  demographic  research.  As  you  can  see  from  the  wide  range  of 
research  topics  listed  above,  NICHD-supported  demographic  research  provides  important, 
ongoing  information  critical  to  policy  makers.  Included  in  the  many  initiatives  funded  by 
NICHD,  which  would  be  of  interest  to  this  Subcommittee  are  research  on  child  support  and 
custody;  labor  force  changes;  patterns  in  the  school  to  work  transition;  minority  health 
differences,  including  community  based  health  behavior  interventions  to  lower  the  high  rates  of 
morbidity  and  mortality  among  minority  youth;  support  for  national  databases  such  as  the 
National  Survey  of  Families  and  Households  (NSFH)  and  the  National  Survey  of  Family  Growth 
(NSFG). 

Analysis  of  the  NSFH  data,  mentioned  above,  provides  rich  insights  into  a  variety 
of  topics  including  the  well-being  of  American  children,  family  ties,  ethnic  and  racial  aspects 
of  intergenerational  relationships  and  the  impact  of  divorce  on  children  and  families.  In  1992, 
NICHD  began  supporting  a  five-year  expanded  follow-up  survey  of  the  original  respondents  and 
key  family  members. 

Similarly,  the  NSFG  focuses  on  factors  related  to  childbearing,  related  aspects  of 
maternal  and  infant  health,  and  adoption.  The  survey  collects  data  to  meet  program  needs  of 
four  institutions  within  the  Department  of  Health  and  Human  Services.  These  data  are  essential 
to  these  programs  because  they  are  the  only  source  of  current  national  estimates  of  factors 
affecting  childbearing,  such  as  infertility,  the  effectiveness  of  contraceptive  methods,  sexual 
activity,  sexually  transmitted  diseases,  cohabitation,  adoption  and  use  of  medical  care  for  both 
contraception  and  infertility. 

Other  programs  which  would  be  funded  with  additional  monies  for  demographic  research 
at  NICHD  include: 

►  The  Family  and  Child  Wellbeing  Research  Network:  This  research  effort  would 
produce  a  systematic  analysis  of  how  family  factors  affect  children.  Research  would  be 
geared  towards  providing  data  with  public  policy  value. 

►  Forum  for  Family  Statistics:  This  project  would  address  the  critical  need  to 
establish  a  better  way  of  summarizing  information  on  families  and  children  and 
transferring  it  to  the  general  public  and  policy-makers.  This  initiative  would  allow 
NICHD  to  work  with  statistical  agencies  and  private  institutions  to  provide  information 
on  families  and  children. 

►  Survey  on  Children:  This  survey  of  today's  children  would  expand  on  the  Child 
Trends  survey  of  the  1970s  and  80s  and  would  be  an  ideal  device  to  measure  gains  to 
children  from  public  interventions. 
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►  Hispanic  Health  Initiatives:  Growth  of  the  U.S.  Hispanic  population  is  significant. 
Among  the  many  Hispanic  related  demographic  and  behavioral  research  initiatives  needed 
are  those  which  determine  causes  and  consequences  of  the  differences  between  Hispanic 
sub-groups  in  health  outcomes  such  as  rates  of  low  birth  weight  and  infant  mortality. 

NATIONAL  INSTITUTE  ON  AGING  (MA) 

NIA  also  has  a  well  established  and  respected  demographic  research  program  which 
provides  crucial  information  on  the  implications  of  aging  for  our  country.  As  the  U.S. 
population  ages  and  Congress  contemplates  changes  in  Medicare  and  Social  Security,  the 
demographics  of  the  elderly  become  even  more  important.  NIA  has  a  strong  history  of 
supporting  the  collection  of  data  which  allows  demographers  to  study  the  questions  of  concern 
to  policy  makers.  Among  NIA-supported  databases  are  the  Health  and  Retirement  Study  (MRS), 
the  Asset  and  Health  Dynamics  of  the  Oldest-Old  (AHEAD)  survey,  and  the  National  Long 
Term  Care  Survey  (NLTCS). 

While  the  HRS  focuses  on  retirement  decisions,  it  also  includes  data  on  disability,  work 
history,  health  and  health  insurance,  pensions  and  retirement  plans,  and  obligations  to  family  that 
may  bear  on  retirement  decisions.  Using  HRS  data,  researchers  will  be  able  to  address  issues 
related  to  labor  force  participation;  economic  security;  women  and  minorities;  and  health  and 
disability. 

As  an  auxiliary  survey  of  the  HRS,  AHEAD  will  provide  unique  information  on  the 
dynamics  of  health,  economic  resources,  care  arrangements  and  the  extended  family.  The  study 
will  provide  badly  needed  data  on  the  cost  of  illness  and  its  impact  on  the  family,  as  well  as 
interactions  with  the  long  term  care  system,  including  drawing  down  on  assets  required  for 
Medicaid  eligibility.  Such  a  study  is  needed  to  provide  the  data  to  make  informed  policy 
decisions  on  initiatives,  such  as  Medicare/Medicaid  coverage  for  community  long  term  care  and 
health  care  reform.  Additional  money  is  needed  to  carry  out  the  oversampling  of  African 
Americans  and  Hispanics  in  AHEAD.  Although  approved,  these  funds  have  been  eliminated  in 
the  past  due  to  NIA  budget  constraints. 

As  the  NICHD  population  research  centers  program  illustrates,  population  centers  are  a 
cost-effective  means  of  analyzing  national  databases,  while  providing  core  support  for  individual 
researchers.  For  these  reasons,  PAA  and  APC  support  using  additional  monies  to  establish  the 
Demographic  Centers  on  Population  Aging  program  at  NIA.  These  centers  would  apply  state-of- 
the-art  demographic,  economic  and  mathematical  methods  to  new  databases  in  order  to  provide 
timely  reports  on  public  policy  issues.  Centers  provide  a  forum  for  investigation  of  such 
complex  topics  as  long  term  care  as  it  relates  to  health  care  reform;  health  and  retirement;  the 
economic  costs  of  disability;  evaluation  of  the  effects  of  public  policies  on  the  elderly;  and 
population  forecasting.  , 

While  support  for  centers  and  data  sets  are  crucial,  additional  monies  are  also  needed  to 
fund  analyses  of  data  by  competing  investigators.  Preliminary  analysis  indicates  that  HRS  will 
provide  important  insights  into  issues  such  as  health  insurance  coverage,  the  accommodations 
which  employers  make  to  disabled  workers  (as  now  mandated  by  ADA),  and  factors  underlying 
the  drop  in  male  retirement  age  since  1950.  At  present  NIA  has  no  funds  to  support  in  depth 
analyses  of  these  data.  The  same  problem  exists  with  respect  to  the  analysis  of  other  surveys, 
including  the  National  Long  Term  Care  Survey  (NLTCS).  Recently  reported  data  from  the 
NLTCS  reveals  that  the  rates  of  disability  among  the  elderly  have  declined  since  1982.  Further 
research  is  need  to  confirm  these  trends  and  to  isolate  the  reasons  for  this  unanticipated  change 
in  old  age  disability  and  dependency. 

As  is  evident  from  the  above,  demographic  data  is  an  important  tool  for  policy-makers 
that  can  save  money  and  promote  informed  decision  making.  If  this  vital  research  is  to  continue 
to  produce  relevant  and  timely  information,  adequate  funding  is  needed. 
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STATEMENT  OF  VALERA  JACKSON,  PRESIDENT,  OF  THE 
PREVENTION  INTERVENTION  AND  TREATMENT  COALI- 
TION FOR  HEALTH  [PITCH] 

The  Prevention,  Intervention  and  Treatment  Coalition  for  Health 
(PITCH)  is  grateful  for  the  opportunity  to  submit  written  testimony 
regarding  appropriations  for  the  Substance  Abuse  and  Mental  Health 
Services  Administration  (SAMHSA),  the  National  Institute  on  Alcohol 
Abuse  and  Alcoholism  (NIAAA) ,  and  the  National  Institute  on  Drug 
Abuse  (NIDA). 

PITCH  is  a  national  grassroots  coalition  of  organizations  whose 
members  work  in  neighborhoods  across  the  country  providing 
community  based  prevention  and  treatment  services.  Our  members 
know  first  hand  that  substance  abuse  is  a  common  thread  that  weaves 
through  our  nation's  economic  and  social  ills.  Until  every 
American  community  successfully  deals  with  its  substance  abuse 
problems  investments  in  other  government  programs  will  ultimately 
fail.  This  nation  cannot  reduce  health  care  costs,  crime,  or  a 
host  of  other  societal  problems  until  it  first  addresses  its 
substance  abuse  problems. 

President  Clinton  has  rightfully  included  increases  for  the  Center 
for  Substance  Abuse  Prevention  (CSAP),  and  the  Center  for  Substance 
Abuse  Treatment  (CSAT)  in  his  investment  proposals  for  FY  1994. 
These  increases,  although  very  modest,  are  essential.  We  urge  you 
to  act  favorably  on  them. 

CSAP 

CSAP's  prevention  demonstration  programs  are  vitally  important. 
They  are  the  primary  source  of  funding  for  effective  and  innovative 
approaches  to  deal  with  the  problem  of  substance  abuse  among  high 
risk  populations  and  in  working  with  community  coalitions  in  their 
prevention  efforts.  CSAP  programs  have  shown  that  prevention  not 
only  works  but  is  cost  effective.  The  evidence  indicates  that 
early  use  of  alcohol  and  other  substances  is  among  the  strongest 
predictors  of  serious  chronic  substance  abuse.  Studies  have  shown 
that  children  are  less  likely  to  begin  using  drugs  at  an  early  age 
if  they  receive  prevention  skills,  including  resiliency  training. 
Prevention  skills  accompanied  by  alternative  activities  have  proven 
to  be  effective,  especially  for  economically  deprived  children. 
Studies  have  also  documented  that  comprehensive  community  and 
school  based  prevention  programs  and  policies  can  cut  in  half  the 
likelihood  that  young  people  will  become  involved  with  alcohol  and 
other  drugs.  With  substance  abuse  costing  society  an  estimated 
$300  billion  a  year,  the  development  of  successful  strategies  to 
combat  it  are  an  economic  necessity. 

At  a  minimum,  we  urge  the  Subcommittee  to  adopt  President  Clinton's 
$25  million  investment  proposal  for  CSAP  programs,  including  $13 
million  for  High  Risk  Youth  Grants  and  $12  million  for  the 
Community  Prevention  Services  Program.  These  increases  will  fund 
vital  initiatives  to  deal  with:  substance  abuse  and  violence; 
adolescent  women;  community-wide  comprehensive  substance  abuse 
services;  and  a  workplace  and  small  business  program.  These 
initiatives  are  essential  and  will  address  urgent  needs  at  the 
community  level.  We  urge  the  Subcommittee  to  act  favorably  upon 
them. 

If  you  wisely  decide  to  put  additional  resources  into  CSAP,  above 
the  President's  reguest,  we  urge  that  you  consider  an  additional 
$15  million.  We  recommend  that  these  funds  be  allocated  to 
replications,  transition  grants,  communications  grants  and  special 
populations  demonstration  grants  including  the  homeless, 
populations  at  highest  risk  for  fetal  alcohol  syndrome  and  fetal 
alcohol  effects  and  people  at  special  risk  of  contracting  HIV.  The 
World  Health  Organization  estimates  that  by  the  year  2000  there 
will  be  40  million  diagnosed  cases  of  AIDS  worldwide.   Many  of 
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these  individuals  are  also  substance  abusers.  This  health  epidemic 
underscores  the  urgent  need  for  prevention  strategies  that  are 
specifically  targeted  to   high  risk  populations.    These  new 
directions  are  important  and  would  help  reap  the  full  benefits  of 
CSAP's  effective  demonstration  programs. 

CSAT 

Untreated  substance  abusers  severely  strain  the  nation's  health 
care  system.  They  use  ten  times  the  amount  of  health  care  services 
than  people  without  that  diagnosis.  Studies  show  a  decrease  in 
alcohol,  opiate,  cocaine  and  other  substance  abuse  as  well  as 
corresponding  reductions  in  AIDS  risk  behavior  of  70%  or  more  in 
the  year  following  treatment.  This  compares  to  a  15%  -  20% 
increase  in  substance  abuse  for  people  waiting  for  treatment. 
Improvements  after  treatment  are  not  confined  to  heath  care  and 
alcohol  and  other  drug  use  reductions.  Treatment  also  results  in 
societal  benefits  including  an  increase  in  employment  of  30%  and  a 
reduction  in  crime  of  60% 

President  Clinton's  FY  1994  reguest  for  CSAT  does  not  begin  to  deal 
with  the  issue  of  treatment  for  all  those  who  need  it,  however,  it 
does  recognize  treatment  services  as  an  important  investment.  We 
strongly  urge  that,  at  a  minimum,  the  Subcommittee  act  favorably  on 
the  President's  $90  million  investment  proposal  for  CSAT.  These 
funds  would:  continue  grants  for  the  residential  treatment  of 
pregnant  and  postpartum  women,  which  were  funded  under  the  Block 
Grant  set-aside;  and  expand  treatment  capacity  for  12,000 
additional  treatment  slots  to  serve  30,000  additional  persons. 
Although  only  modest  increases,  these  funds  represent  an  essential 
step  in  building  the  treatment  infrastructure  in  this  country.  We 
urge  you  to  ensure  that  they  are  approved. 

NIAAA  and  NIDA 

PITCH  strongly  recommends  that  the  Subcommittee  encourage  NIAAA  and 
NIDA  to  increase  their  respective  budgets  for  prevention  and 
treatment  services  research,  rather  than  having  them  satisfy  only 
the  minimum  reguired  by  the  Congress.  This  is  necessary  in  order 
to  evaluate  the  effectiveness  of  specific  prevention  and  treatment 
approaches  over  time.  Longitudinal  studies  are  desperately  needed 
to  further  evaluate  prevention  and  treatment  modalities  and  their 
success  rates   with  various  population  groups. 

Thank  you  for  the  opportunity  to  present  PITCH'S  views. 

STATEMENT  OF  RONALD  D.  HUNT,  ON  BEHALF  OF  THE  NIH 
REGIONAL  PRIMATE  RESEARCH  CENTERS  PROGRAM 

I  am  pleased  to  have  the  opportunity  to  submit  a  written  statement  for  the 
record  on  behalf  of  the  seven  Regional  Primate  Research  Centers,  which  are  located 
at  distinguished  universities  in  the  states  of  California,  Georgia,  Louisiana, 
Massachusetts,  Oregon,  Washington  and  Wisconsin.   Congress,  in  recognition  of  the 
importance  of  nonhuman  primates  to  biomedical  research  established  the  National 
Primate  Center  Program  in  1960  by  appropriating  funds  to  build  the  seven  centers  we 
have  today.   Looking  back,  it  is  clear  that  it  was  an  excellent  investment,  as  it  has  been 
shown  time  and  time  again,  the  Regional  Primate  Research  Centers  have  significantly 
advanced  our  knowledge  about  human  disease  and  behavior.   It  is  difficult  to 
overemphasize  the  importance  of  nonhuman  primates,  monkeys  and  apes,  in  research 
dealing  with  human  health  and  social  problems.  These  animals  are  the  closest 
surrogates  for  human  beings.   On  the  average,  90%  of  their  genetic  makeup  is 
identical  to  that  of  human  beings.   Experiments  that  need  to  be  done  to  improve  our 
welfare  often  cannot  be  done  in  human  subjects  for  obvious  ethical  reasons.   Under 
these  circumstances  the  nonhuman  primate  is  the  logical  choice,  and  in  many  cases 
the  only  alternative. 
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The  Regional  Primate  Research  Centers  are  a  component  of  the  Comparative 
Medicine  Program  of  the  National  Center  for  Research  Resources  of  the  National 
Institutes  of  Health.   The  Centers  serve  as  research  centers,  each  with  its  own  core  of 
scientists,  and  also  serve  the  nations  biomedical  community  at  large  making  it  possible 
for  investigators,  designated  affiliated  scientists,  from  any  institution  in  the  United 
States  to  conduct  vital  research  requiring  the  use  of  nonhuman  primates.   Research 
which  today  could  not  be  conducted  without  the  Regional  Primate  Research  Centers. 

The  Regional  Primate  Research  Centers  are  far  more  important  today  than 
when  they  were  established  by  Congress  in  the  early  sixties.   At  that  time  primates 
needed  for  research  were  freely  and  inexpensively  available  from  the  wild.   Because  of 
habitat  destruction  and  political  change,  many  of  the  species  can  no  longer  be 
imported.   Consequently,  those  species  must  be  domestically  bred  and  the  Primate 
Centers  have  been  doing  just  that;  thus  ensuring  the  nation  a  supply  of  animals  for 
research.   This  however  has  resulted  in  a  dramatic  escalation  of  cost.   When  the 
Centers  were  established,  a  rhesus  monkey  could  be  purchased  for  about  $50.   Today 
the  price  of  a  rhesus  monkey  is  between  $2,000  and  $3,000.   Another  reason  why  the 
Regional  Primate  Center  program  is  more  important  and  more  essential  today  is  that 
regulations  concerning  the  care  of  these  animals  have  become  so  stringent  that  most 
research  institutions  either  do  not  have  appropriate  resources  to  maintain  even  small 
numbers  of  nonhuman  primates  or  have  abandoned  them  because  of  the  high  costs. 
The  Regional  Primate  Research  Centers  provide  a  cost-effective  mechanism  to  allow 
research  with  nonhuman  primates  to  continue. 

For  these  as  well  as  other  reasons,  when  the  use  of  primates  becomes 
essential,  investigators  turn  to  the  Regional  Primate  Centers.   Last  year  for  example 
over  1 ,000  scientists  from  most  all  of  the  leading  schools  and  universities  in  our  nation 
representing  46  states,  the  District  of  Columbia  and  Puerto  Rico,  turned  to  the  Centers 
to  conduct  their  research  which  required  nonhuman  primates.   The  vast  majority  of  this 
research  is  supported  by  the  National  Institutes  of  Health  and  could  not  have  been 
pursued  if  the  Regional  Primate  Research  Centers  did  not  exist.   This  increased 
demand  on  the  Centers  has  resulted  in  their  housing  nearly  18,000  monkeys,  which  is 
five  times  the  number  we  had  20  years  ago. 

The  research  programs  of  both  the  core  and  affiliated  scientists  have  led  to 
great  progress  in  many  different  areas.   These  include  cardiovascular  disease,  drug 
addiction,  cancer,  blindness,  Parkinson's  disease  and  other  chronic  diseases  of  the 
brain  and  nervous  system  as  well  as  infectious  disease  including  AIDS.   AIDS  provides 
a  prime  example  of  the  importance  of  the  Regional  Primate  Research  Centers  and  the 
Centers  ability  to  respond  to  national  crises.  AIDS  has  clearly  been  designated  by  this 
country  as  a  subject  for  intense  research.   You  are  undoubtedly  aware  of  the  statistics, 
as  well  as  the  emotional  trauma  inflicted  upon  our  society  by  this  epidemic,  which  is 
particularly  painful  to  our  youth.   You  are  also  probably  aware  of  the  ineffectiveness  of 
most  forms  of  treatment  as  well  the  lack  of  an  effective  vaccine.   The  prospect  for  an 
effective  and  practical  vaccine  has  been  described  as  "gloomy".    Scientists  at  the 
Primate  Centers  however,  using  a  monkey  model  for  AIDS  which  they  developed,  have 
shown  that  vaccination  is  at  least  feasible.   Investigators  at  Primate  Centers  were  in 
fact  the  first  to  demonstrate  the  feasibility  of  vaccination  against  any  lentivirus  infection 
(HIV  is  a  lentivirus).   Just  six  months  ago,  results  from  research  at  a  Primate  Research 
Center,  demonstrated  the  very  best  protection  yet  achieved  in  any  vaccine  experiment 
for  AIDS.   The  results  were  heralded  in  the  press  as  "head  and  shoulders  above 
everything  else"  and  are  being  reviewed  by  the  World  Health  Organization  for  possible 
human  trials.   If  the  Centers  had  done  nothing  else,  there  impressive  contributions  to 
understanding  AIDS  would  have  made  them  worthwhile. 

The  Regional  Primate  Research  Centers  have  responded  to  the  challenges  of 
new  diseases  and  are  meeting  the  increased  demand  placed  upon  their  resources;  but 
our  response  has  not  been  as  rapid  or  as  effective  as  it  could  have  been,  and  new 
crises  are  not  being  adequately  addressed.   An  example  of  the  latter  is  the  recent  re- 
emergence  of  tuberculosis  as  an  important  and  serious  disease.   Once  considered  a 
disease  that  could  be  eradicated,  tuberculosis  has  now  returned  with  a  vengeance  in 
the  form  of  drug  resistent  disease.   It  is  more  communicable  than  AIDS  and  caries  a 
high  death  rate.   Nonhuman  primates  were  vital  to  developing  the  knowledge  we  have 
today  and  are  still  the  ideal  experimental  animal  to  study  tuberculosis. 
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The  Centers  lack  adequate  resources  and  financial  support  to  meet  their 
charge.  We  ask  this  committee  to  carefully  examine  two  issues  concerning  the 
Regional  Primate  Research  Centers  budget. 

I.  In  the  National  Institutes  of  Health  Re-Vitalization  Act  of  1993  Congress  gives 
the  Director  of  the  NIH  authority  to  provide  up  to  $7  million  a  year  for  three  years  for 
construction  and  improvement  of  the  Regional  Primate  Research  Centers.   Both  the 
construction  authority  and  the  funding  are  vital  to  the  continued  success  of  the 
program.   In  the  33  years  since  the  establishment  of  the  Regional  Primate  Research 
Centers  no  funds  have  been  available  for  construction.   We  urge  this  committee  to 
appropriate  these  dollars  for  this  purpose. 

II.  The  operating  budget  for  the  Regional  Primate  Research  Centers  has  over 
the  past  few  years,  grown  meagerly,  not  grown  at  all  or  in  some  years  actually 
decreased.   No  matter  how  small  recent  inflation  has  been,  the  Center's  budgets  have 
been  declining.   Current  funding  is  $10  million  less  than  the  National  Center  for 
Research  Resources  peer  reviewed  recommended  budget.   The  Presidents  budget  for 
FY'94  includes  a  2%  decrease  for  the  comparative  medicine  program.  We  urge  the 
committee  to  carefully  examine  these  figures  and  provide  an  increase  designated  for 
the  Regional  Primate  Research  Centers  Program.   An  additional  $10  million  in  our 
operating  funds  would  allow  us  to  come  close  to  meeting  the  demands  which  have 
been  placed  upon  us,  and  provide  a  budget  in  line  with  that  recommended  through  the 
NIH  peer  review  process. 

On  behalf  of  each  of  the  Regional  Primate  Research  Center  I  thank  the 
Committee  for  the  opportunity  to  submit  this  written  statement  and  for  your  attention  to 
this  important  program. 


STATEMENT  OF  THE  RENAL  PHYSICIANS'  ASSOCIATION  [RPA] 

The  Renal  Physicians  Association  (RPA)  is  a  professional  organization  of  nephrologists  whose 
goals  are:  to  insure  optimal  care  under  the  highest  standards  of  medical  practice  for  patients  with 
renal  disease  and  related  disorders;  to  act  as  a  national  representative  for  physicians  engaged  In 
the  study  and  management  of  patients  with  renal  disease  and  related  disorders;  and  to  serve  as  a 
major  resource  for  the  development  of  national  health  policy  concerning  renal  disease. 

Consistent  with  the  latter  goal,  the  RPA  is  pleased  to  have  this  opportunity  to  provide  input  to  the 
House  Appropriations  subcommittee  on  Labor,  Health  and  Human  Services,  Education,  and 
Related  Agencies.   Our  statement  will  locus  on  our  strong  support  for  the  Agency  for  Health  Care 
Policy  and  Research  (AHCPR);  and  more  specifically  on  funding  and  programmatic 
recommendations  relative  to  having  this  agency  assume  authority  for  the  United  States  Renal  Data 
System  (USRDS),  consistent  with  AHCPR's  existing  mandate  (under  Public  Law  101-239),  to 
support  studies  on  the  outcomes  of  health  care  services  and  procedures  used  to  prevent, 
diagnose,  treat,  and  manage  illness  and  disability;  and  to  improve  the  effectiveness  and 
appropriateness  of  medical  practice  by  developing  and  disseminating  scientific  information  on  the 
effects  of  current  health  care  services  and  procedures  on  patient  survival,  health  status,  functional 
capacity  and  quality  of  life.    Specifically,  RPA  recommends  a  FY  94  appropriation  of  $1 58  million 
for  AHCPR,  (the  amount  recommended  in  the  Administration's  budget)  which  would  include  funds 
to  support  the  USRDS,  as  well  as  to  enhance  the  Agency's  existing  health  services  research  and 
outcomes  effectiveness  programs. 

The  United  States  Renal  Data  System  (USRDS)  became  operational  in  early  1989.  (OBRA  '86 
required  the  Secretary  to  establish  a  national  End  Stage  Renal  Disease  patient  registry  for  the 
purpose  of  assembling  and  analyzing  the  data  reported  by  ESRD  network  organizations, 
transplant  centers,  and  other  sources  on  all  ESRD  patients.  Although  it  was  questioned  at  the 
time  that  the  charter  for  the  USRDS  was  signed  whether  the  USRDS  is  the  legislatively  mandated 
■registry,"  it  was  later  recognized  that  the  USRDS  is  the  entity  mandated  by  OBRA  '86,  and  that 
the  effort  should  move  forward.)   The  NIDDK  then  assumed  operational  responsibility  for  the 
USRDS,  and  competitively  awarded  a  contract  to  the  Urban  Institute  to  serve  as  a  coordinating 
center  and  to  build  the  data  system  and  conduct  research.   Funding  for  the  USRDS  comes  out  of 
the  NIDDK's  budget.   Efforts  to  ensure  compliance  with  the  law  also  facilitated  an  interagency 
agreement  between  NIDDK  and  HCFA.  A  professional  advisory  group,  which  is  charged  with 
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overseeing  the  management  of  the  Registry,  was  established  in  early  1990,  and  has  since  held 
three  meetings.   The  group,  the  ESRD  Data  Advisory  Committee,  is  a  combined  HCFA/NIDDK 
effort. 

It  Is  not  entirely  clear  that  there  is  an  understanding  of  the  need  to  support  a  broad-based 
research  agenda,  including  health  services  research  and  support  of  quality  improvement  activities 
of  the  networks  and  dialysis  and  transplantation  facilities;  and  it  is  questionable  whether  NIH  is 
allowing  the  USRDS  to  serve  the  Congressionally  mandated  function  of  a  national  registry, 
specifically  because  initially  NIDDK  barred  the  USRDS  from  conducting  analyses  that  link 
epidemiologic  and  economic  data.  In  1990,  HCFA  did  award  a  contract  to  the  Urban  Institute 
which  responded,  In  part,  to  the  requirement  for  cost-effectiveness  studies.   Unfortunately,  the 
RFP  for  the  second  contract  for  the  USRDS,  which  was  Issued  on  December  18,  1992  has  been 
changed  in  a  way  which  will  undermine  the  needs  of  the  community  and  policy-makers,  and 
which  violates  the  congressional  mandate  for  the  registry.   This  change  was  made  without 
consultation  with  HCFA  or  the  renal  community. 

The  1991  Institute  of  Medicine  (IOM)  report:   Kidney  Failure  and  the  Federal  Government 
documented  the  history  of  the  Registry  and  its  failure  to  fulfill  the  mandate,  specifically  the 
problem  of  inadequate  attention  to  supporting  the  quality  assurance  needs  of  the  ESRD  program. 
The  IOM  committee  explicitly  concluded  that  the  Secretary  should  fully  implement  the  three 
functions  of  the  registry  under  OBRA  '86:  epidemiologic  research,  economic  and  cost- 
effectiveness  studies,  and  the  development  of  measures  of  quality.   In  order  to  fulfill  the  mandate, 
the  committee  recommended  that  HHS:   (1)  agree  to  a  joint  NIH  and  HCFA  effort  by  which  USRDS 
fulfills  all  Registry  functions;  (2)  have  HCFA  conduct  the  economic  analyses  internally  or  through 
an  outside  research  organization;  or  (3)  authorize  USRDS  to  fulfill  the  quality  assurance  data 
function  as  long  as  HCFA  undertakes  a  broader  quality  assessment  effort  that  includes  the 
development  of  measures  and  instruments,  and  the  conduct  of  supporting  research. 

The  IOM  committee  noted  that  the  unresolved  issue  of  the  relationship  of  USRDS  to  the  OBRA  '86 
requirements  should  be  clarified  within  the  next  two  years,  and  that  ways  should  be  found  to  fully 
implement  the  statute.   Finally,  the  IOM  committee  concluded,  "If  registry  functions  cannot  be 
performed  under  existing  arrangements,  K  may  be  appropriate  to  consider  transfer  of  the 
data  3ystem  from  the  NIDDK  to  another  agency,  perhaps  the  Agency  for  Health  Care  Policy 
and  Research  or  the  Centers  for  Disease  Control  either  at  the  time  of  contract  renewal  or 
earlier."  (page  373) 

RPA  and  other  organizations  within  the  renal  community  have  had  a  long  history  of  involvement 
concerning  the  appropriate  structure  and  function  of  the  USRDS.   The  RPA  has  sent  several 
letters  to  the  Secretary  of  HHS,  and  has  also  met  several  times  with  both  NIDDK  and  HCFA  to 
discuss  progress  in  implementation  of  the  registry.   Members  of  Congress,  the  National  Kidney 
and  Urologic  Advisory  Board  and  the  USRDS  Data  Committee  have  also  expressed  concerns 
about  fulfillment  of  the  statutory  mandate  of  the  registry.  The  USRDS  has  the  potential  to  provide 
valuable  information  on  quality  assessment,  but  to-date  the  legislative  mandate  has  not  been  fully 
met.   NIH  has  indicated  that  quality  and  economic  issues  are  not  within  the  scope  of  its  mission, 
and  the  sufficiency  of  the  HCFA-issued  contract  now  appears  to  be  in  doubt.  Given  that  the  OBRA 
'86  mandate  implies  the  need  for  data  collection  and  analysis  efforts  to  involve  all  aspects  of  the 
cost  and  quality  equation,  it  is  clear  that  the  failure  of  the  USRDS  to  adequately  provide  for  the 
Integration  of  quality  assessment  and  assurance  activities  with  research  activities,  Including  cost 
issues  and  data  collection  efforts,  is  a  major,  continuing,  program  deficiency. 

Based  on  the  above,  the  RPA  urges  Congress  to  undertake  deliberate  efforts  relative  to  the  IOM 
suggestion  that  it  consider  transfer  of  the  USRDS  from  the  NIDDK  to  another  aoencv,  such  as  the 
Agency  for  Health  Care  Policy  and  Research.  AHCPR  was  established  to  provide  the  means  to 
Identify  key  Issues,  define  potential  solutions,  and  evaluate  options  relating  to  the  provision  of 
optimal,  cost  effective  medical  interventions.   Transferring  authority  for  USRDS  to  AHCPR  appears 
to  be  an  appropriate  step  toward  ensuring  the  complete  integration  of  cost  and  quality  issues  in 
the  context  of  the  registry.   RPA  therefore  supports  a  FY  94  funding  level  for  AHCPR  of  $157 
million,  which  is  the  level  Congress  has  authorized  for  the  Agency,  and  a  $27.3  million  increase 
over  the  fiscal  year  93  appropriation  of  $128.7  million.   This  funding  level  would  be  sufficient  to 
provide  support  for  the  USRDS  within  AHCPR.   Of  this  amount,  RPA  believes  that  $1 .3  million 
should  be  specifically  directed  by  Congress  to  the  support  of  the  USRDS. 

Congress  must  have  access  to  the  results  of  cost  and  quality  assessments  in  order  to  make 
decisions  for  the  future.   Cost,  utilization,  and  quality  assessment  data  and  analysis  will  favorably 
impact  the  quality  of  care  provided  to  patients,  and  provide  the  Congress  with  the  information 
they  need  to  evaluate  the  ESRD  program.   When  research  (medical,  effectiveness,  outcomes, 
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etc.),  data  collection  and  information  dissemination  (to  local  providers,  facilities,  transplant 
centers,  and  the  networks)  is  ongoing  and  integrated,  patient  care  will  benefit. 

RPA  recognizes  that  patient  care  is  also  dependent  on  Increasing  support  for  biomedical  research 
on  kidney  diseases.   Consistent  with  the  recommendation  of  the  Ad  Hoc  Group  for  Medical 
Research  Funding,  the  RPA  advocates  FY  94  funding  of  $1 1 .6  billion  for  the  National  Institutes  of 
Health,  a  12%  increase  over  the  FY  93  appropriation.   RPA  also  supports  a  specific  increase  for 
the  National  Institute  of  Diabetes  and  Digestive  and  Kidney  diseases  (NIDDK),  to  at  least  $800 
million  for  FY  94. 

Kidney  diseases  are  among  the  nation's  most  acute  and  growing  public  health  problems.  The 
number  of  new  ESRD  cases  is  increasing  at  an  average  rate  of  7%  per  year.   There  is  a  great 
need  to  initiate  study  into  the  causes  of  morbidity  and  mortality  in  dialysis  patients.  Peritoneal 
dialysis  is  utilized  by  about  16,000  patients  in  this  country-however,  it  is  used  more  frequently  in 
other  countries,  and  thus  it  may  be  underutilized  here.   There  is  a  special  need  to  investigate 
factors  associated  with  this  situation  and  to  determine  the  possible  benefits  of  optimal  peritoneal 
diaysis  therapy  on  patient  survival,  illness  and  quality  of  life.  We  strongly  believe  that  at  least  $5 
million  should  be  appropriated  to  NIDDK  for  clinical  research  efforts  aimed  at  finding  new,  better, 
less  costly  and  more  effective  ways  of  providing  dialysis  therapy.  RPA  appreciates  having  the 
opportunity  to  serve  as  a  resource  to  the  subcommittee  concerning  these  issues. 


STATEMENT  OF  THE  RESEARCH  SOCIETY  ON  ALCOHOLISM 

The  Research  Society  on  Alcoholism  (RSA)  strongly  urges  the  Congress  to 
appropriate  $212  million  for  research  on  alcohol  abuse  and  alcoholism 
research.  The  President's  budget  would  reduce  NIAAA  funding  below  the  FY 
1993  level.  The  FY  1993  appropriation  resulted  in  a  net  real  reduction  in 
NIAAA  research  below  the  FY  1992  appropriation. 

Alcohol  abuse  and  alcoholism  caused  $98  billion  in  economic  damage  last  year, 
and  result  in  a  hug  toll  on  human  life  and  health.  Prolonged  level  funding 
of,  or  reductions  in,  a  highly  promising  research  program  such  as  this  will 
severely  comprise  an  important  part  of  America's  premier  research 
establishment . 

Following  is  a  description  of  major  research  initiative  areas  which  hold 
great  promise  for  reducing  the  appalling  human  cost  of  alcoholism  and  alcohol 
abuse: 

Genetic  Research 

The  legacy  of  alcoholism  in  families  has  promoted  researchers  to  explore  the 
role  of  heredity  in  the  development  of  this  disease  through  family  history 
studies,  adoption  and  twin  studies,  and  genetic  studies  with  animal  models, 
for  example.  Substantial  evidence  indicates  that  genetic  factors  play  a 
significant  role  in  the  development  of  some  forms  of  alcoholism.  Currently, 
NIAAA  has  a  major  cooperative  agreement  for  a  multidisciplinary , 
collaborative  study  involving  seven  research  institutions  throughout  the 
nation  to  idetermine  how  vulnerability  to  alcoholism  is  transmitted  through 
families.  This  study,  initiated  in  the  fall  of  1989,  involves  the  detailed 
diagnostic  evaluation  and  genetic  typing  of  a  total  of  2,400  individuals 
comprising  several  hundred  families  in  which  alcoholism  may  be  inherited. 
The  long-term  objective  of  this  research  is  to  pinpoint  the  actual 
chromosomal  locations  of  genes  that  influence  the  susceptibility  to 
alcoholism. 

Success  in  uncovering  the  genes  involved  in  vulnerability  to  alcoholism  will 
lead  to  recognition  of  the  potential  for  alcoholism  in  high-risk  individuals, 
facilitate  the  identification  of  the  heterogeneous  forms  of  alcoholism, 
provide  for  intervention  at  an  early  stage,  and  permit  the  development  of  new 
treatments  for  alcohol-related  problems. 

Alcohol  and  Pregnancy 

Previous  research  has  shown  that  high  maternal  blood  alcohol  concentration 
(BAC),  such  as  occurs  during  binge  drinking,  may  be  a  critical  factor  for 
inducing  alcohol-related  brain  damage  in  the  fetus,  but  it  was  not  known 
whether  the  changes  observed  were  permanent.  New  studies  supported  by  NIAAA 
demonstrated  reductions  in  brain  weight  and  selective  loss  of  certain  types 
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of  brain  cells  in  two  brain  regions  of  adult  rats  which  had  been  exposed  to 
alcohol  on  postnatal  days  4-9,  the  period  of  rapid  brain  growth  in  rats  that 
models  the  human  third  trimester. 

This  research  is  crucial  because  chronic  alcohol  abuse  during  pregnancy  iB 
estimated  to  be  the  third  leading  cause  of  metal  retardation,  and  may  also 
lead  to  other  birth  defects.  The  cost  to  society  for  care  of  affected 
individuals  has  been  estimated  to  be  over  $300  million  each  year. 

It  is  important  to  assess  developmental  patterns  in  children  in  relation  to 
a  wide  range  of  prenatal  alcohol  exposure  levels.  NIAAA  supports 
longitudinal  studies  of  the  relationship  between  maternal  alcohol  consumption 
during  pregnancy  and  developmental  outcomes  in  offspring.  Subtle 
neurobehavioral  effects  have  been  observed  at  ages  4  and  7  in  a  large  group 
of  children  who  have  been  followed  since  birth  and  whose  mothers  drank 
moderately  during  pregnancy. 

The  effects  of  low-level  or  moderate  drinking  on  prenatal  development  are  of 
considerable  concern  because  this  pattern  of  drinking  is  so  prevalent. 
Alcohol-related  birth  defects  can  be  prevented  if  women  who  are  drinking 
during  pregnancy  can  be  identified  and  counselled  to  abstain,  or  be  brought 
into  treatment. 

Women  and  Alcohol 

For  many  years  it  has  been  recognized  that  the  causes  and  expression  of  the 
disease  of  alcoholism  may  be  quite  different  in  women  and  in  men.  This 
recognition  arose  from  the  observations  that  the  prevalence,  age  of  onset, 
clinical  features,  course  and  outcome  of  alcoholism  differ  in  men  and  women, 
and  led  to  the  speculation  that  risk  factors  for  alcoholism  also  differ  for 
the  two  sexes.  A  crucial,  unresolved  issue  has  centered  on  whether  genetic 
factors  play  an  important  role  in  vulnerability  for  alcoholism  in  women.  A 
key  study  has  now  found  that  genetic  factors  are  at  least  as  significant  in 
alcoholism  among  women  as  among  men,  with  the  findings  revealing  that  a 
heritability  of  liability  to  alcoholism  in  women  is  in  the  range  of  50  to  60 
percent.  Among  the  improvements  in  the  methodology  which  enable  this  strong 
genetic  association  to  be  found,  was  the  selection  of  the  study  sample  from 
the  general  population  rather  than  from  clinical  records  of  alcoholism. 
While  studying  clinical  populations  alone  has  worked  well  in  uncovering  a 
genetic  etiology  for  alcoholism  in  men,  it  has  not  been  effective  for  the 
study  of  alcoholism  in  women. 

Further  research  is  needed  to  explore  the  molecular  basis  of  the  genetic 
susceptibility  to  alcoholism  in  both  men  and  women,  and  to  identify  other 
specific  factors  which  mediate  the  familial  transmission  of  alcoholism  in 
both  genders. 

As  indicated  above,  genetics  plays  a  major  role  in  the  familial  transmission 
of  alcoholism  in  women,  just  as  it  does  in  men.  Most  surprisingly,  parental 
drinking  behavior  did  not  seem  to  influence  the  transmission  of  alcoholism. 
These  results  emphasize  the  importance  of  further  research  to  identify 
specific  factors,  both  genetic  and  environmental,  which  mediate  the  familial 
transmission  of  alcoholism  in  women  as  well  as  for  men.  This  study  provides 
a  strong  impetus  to  elucidate  the  molecular  basis  of  the  genetic 
susceptibility  of  alcoholism  in  both  men  and  women,  which  in  turn  will  have 
the  pay-off  of  more  efficacious  pharmacological  and  behavioral  treatments  for 
this  costly  and  tragic  disease. 

Minority  Studies 

An  NIAAA  research  study  is  underway  to  identify  alcoholism  risk  genes, 
involving  collection  and  testing  for  linkage,  families  from  Native  American 
populations  which  are  relatively  homogeneous  and  in  which  alcoholism  is 
highly  prevalent.  The  objectives  of  this  study  are  to  characterize  the 
clinical  phenotype,  including  psychiatric  comorbidity;  to  determine  the 
extent  to  which  alcoholism  in  these  Native  American  groups  is  familial;  to 
locate  genetic  variants  responsible  for  alcoholism;  and  to  study  the 
population  genetics  and  genetic  linkage  of  candidate  genetic  loci.  These 
would  include  genes  connected  to  serotonin  function  and  alcohol  metabolism  as 
well  as  markers  for  alcoholism  defined  in  other  populations.  By  defining  age 
of  onset  and  severity,  by  accurately  defining  psychiatric  comorbidity,  and  by 
following  the  transmission  of  pathologies  in  families,  NIAAA  scientists  can 
gain  clues  as  to  the  cause  of  alcoholism  in  Native  Americans. 
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Findings  from  this  research  will  provide  the  basis  for  future  prevention 
strategies,  which  in  turn  will  result  in  saving  lives  as  well  as  economic 
costs  to  society. 

Conclusion 

In  addition  to  the  foregoing  research  areas,  major  initiatives  are  urgently 
needed  in  the  development  of  medications  to  block  craving,  and  to  detoxify 
alcohol  dependent  individuals;  in  identifying  new  behavioral  and 
psychotherapeutic  approaches  to  treatment;  to  more  effectively  utilize 
neuroimaging  techniques  in  defining  and  assessing  neurotransmitter  systems; 
in  determining  the  relation  of  alcohol  to  hypertension;  and  in  numerous  other 
research  areas . 

An  increase  in  NIAAA  funding  to  $212  million  is  essential  if  we  are  to  take 
advantage  of  recent  biomedical,  biochemical,  and  behavioral  advances  in 
alcoholism  research. 


STATEMENT  OF  SHARON  L.  MONSKY,  ON  BEHALF  OF  THE 
SCLERODERMA  RESEARCH  FOUNDATION 

Cut  the  budget,  but  with  foresight    .  . 

Cut  the  budget,  but  with  wisdom  .  . . 

Cut  the  budget,  but  with  compassion  .  . . 

Cut  the  budget  to  reduce  the  deficit  for  today  and  tomorrow 

Realize  the  long  term  effects  of  the  cuts  you  must  consider 

Put  money  into  well  managed  programs  which  will  reduce  future  expenditures  (above  and  beyond  the 

monies  spent  today). 

Invest  in  the  future,  do  not  just  make  the  most  expedient  cuts. 

Invest  In  the  future,  do  not  just  spend. 

Invest  in  the  future,  make  today's  dollars  count  in  the  future. 

Yours  is  certainly  not  an  easy  job    You  have  been  instructed  to  slash  the  budget  -  cut  some  programs  and 
reduce  the  remaining  ones.  I  too,  have  been  asked  to  sacrifice,  and  my  family  and  I  are  prepared  to  do  just 
that   But  I  ask  you  not  to  sacrifice  the  health  of  the  Nation,  nor  ask  me  to  sacrifice  my  health  or  that  of  my 
children. 

A  firm  commitment  to,  and  investment  in,  biomedical  research  is  an  investment  in  our  future;  it  must  be  a 
national  priority.  The  dollars  we  spend  today  in  well  managed  health  research  will  cut  health  care  costs 
thirteen  fold  in  the  years  to  come    A  reduction  in  funding  jeopardizes  ongoing  research,  future  progress, 
and  our  nascent  biotechnology  industry.  We  must  be  wise  in  our  cutting,  and  wise  in  our  investing 

Mr.  Chairman  and  Members  of  the  Subcommittee: 

I  appreciate  this  opportunity  to  present  testimony  for  the  record  regarding  the  budget  of  the  National 
Institute  of  Arthritis,  Musculoskeletal,  and  Skin  Diseases  (NIAMS).  As  Chairman  of  the  Board  of  Directors 
ot  the  Scleroderma  Research  Foundation,  a  non-profit  which  funds  biomedical  research  to  find  a  cure  for 
systemic  sclerosis  (scleroderma).  I  have  been  entrusted  to  represent  the  concerns  of  a  half  million 
scleroderma  patients  and  their  families.  As  scleroderma  is  predominantly  a  women's  disease,  I  am 
supportive  of  the  women's  health  initiative.  I  fully  support  the  work  of  NIAMS  and  all  the  NIH. 

The  NIAMS  promotes  and  supports  biomedical  research  on  arthritic  diseases,  skin  diseases, 
musculoskeletal  and  sports  related  disorders  and  injuries.  In  order  for  the  NIAMS  to  fulfill  its  commitment 
to  the  increased  demand  upon  its  resources  and  the  increased  biomedical  and  scientific  opportunities  at 
hand,  I  ask  you  to  seriously  consider,  at  the  very  least,  a  4.2%  (Biomedical  Research  &  Development 
Index)  budget  increase  tor  this  Institute 

According  to  the  NIH's  Strategic  Plan,  the  concept  of  partnerships  in  research  will  be  developing  over  the 
next  decade.  This  provides  an  exciting  means  of  encouraging  academia,  private  industry  and  the  NIH  to 
collaborate  in  order  to  obtain  the  most  value  for  dollars  invested.  It  is  also  an  opportunity  lor  the  NIH  to  set 
the  course  of  science  to  ensure  research  is  on  the  most  effective  path  toward  treatments  and  cures. 

In  its  annual  message  to  NIAMS,  through  its  appropriations  bill,  the  Senate  must  support  the  NIH  Strategic 
Plan,  and  encourage  partnerships.  The  Scleroderma  Research  Foundation  is  in  full  support  of  this 
concept  and  offers  its  resources  in  partnership.  Already  exploring  collaborative  opportunities  in 
scleroderma  research  with  Johns  Hopkins  University  and  private  biotechnology  companies,  the 
Foundation  would  actively  support  the  NIAMS  involvement  in  developing  an  interdisciplinary,  multi- 
Institutional  scleroderma  research  center  based  in  Baltimore  involving  NIAMS  and  the  NIH  campus.  The 
Foundation  is  prepared  to  contribute  $500,000  to  such  a  center.  I  propose  that  the  NIAMS  take  a 
proactive  stance  on  this  particular  disease,  develop  a  collaborative  approach  to  the  science,  dedicate  both 
intramural  and  extramural  resources,  and  form  partnerships  to  get  the  most  value  for  government  dollars 
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Scleroderma,  a  disease  affecting  about  a  half  a  million  Americans  -  85%  of  whom  are  women,  literally 
means  "hard  skin."  I  am  a  mother  of  three  young  children,  and  I  am  a  victim  of  scleroderma    My  skin  has 
lost  its  elasticity,  it  is  tight.  I  no  longer  have  facial  expression,  I've  lost  my  identity  -  I  just  look  like  other 
scleroderma  victims.  The  skin  is  the  largest  organ  of  the  body,  and  the  most  vital  in  perpetuating  normal 
everyday  life    Mine  is  hard,  it  doesnl  stretch,  the  slightest  tap  will  cause  my  elbows,  lingers,  and  feet  to 
ulcerate  and  become  inlected.  I  live  with  the  constant  threat  of  gangrene,  and  the  resulting  loss  of 
fingers,  toes,  feet   -  and  even  death 

Scleroderma  is  crippling    It  limits  the  range  of  motion  in  the  joints.  Ankles,  knees,  fingers,  hands,  wrists, 
and  hips  become  arthritic  -  calcification  causes  joints  to  deteriorate,  then  tendons  shorten,  muscles 
atrophy,  and  the  associated  bones  eventually  deteriorate.  This  coupled  with  the  vascular  problems 
associated  with  scleroderma  create  a  degenerative,  chronic  situation.  The  capillaries  spasm    At  first  it  was 
thought  that  this  only  happened  in  the  hands  --  Raynaud's  phenomenon  -  where  the  fingers  turn  while 
and  purple  in  reaction  to  cold,  a  very  painful  condition.  It  is  now  known  that  damage  is  done  with  each 
episode  of  capillary  spasm  -  and  it  is  not  limited  to  the  fingers.  When  the  disease  is  systemic,  as  mine  is, 
the  vascular  spasms  also  affect  the  internal  organs. 

The  body  produces  too  much  collagen.  Collagen  is  the  protein  under  the  skin  that  normally  gives  it 
elasticity  -  giving  us  a  youthful  appearance.  Usually,  as  one  grows  older,  there  is  loss  of  elasticity  and 
wrinkles  develop.  Not  so  with  scleroderma  --  our  bodies  produce  this  nonstop.  The  result  is  that  the  skin 
becomes  like  scar  tissue    This  out-of-oonlrol  production  of  collagen  is  also  taking  place  in  the  internal 
organs  -  causing  fibrotic  scar-like  tissue  in  the  lungs  and  kidneys    Scleroderma  patients  most  often  die  of 
lung,  kidney  or  heart  failure. 

Scleroderma  is  unique  in  that  it  is  a  multisystem  disease.  It  is  a  skin  disease,  an  arthritic  disease,  a 
connective  tissue  disease,  an  autoimmune  disease,  and  perhaps  even  a  genetic  disease.  It  shares 
symptoms  with  diseases  in  all  these  classes  -  the  wounding  of  skin  diseases,  the  joint  problems  of 
arthritis,  the  overproduction  of  collagen  of  connective  tissue  diseases,  and  the  uncontrollable  attacking  of 
its  own  body  of  autoimmune  diseases    There  are  indications  that  a  genetic  predisposition  may  be 
involved,  and,  in  some  cases  it  may  be  a  reaction  to  environmental  triggers.  Therefore,  an  investment  in 
basic  science  focused  on  scleroderma  will  have  positive  implications  and  help  us  gain  knowledge  about 
many  other  related  diseases. 

Our  country  has  made  major  investments  in  biomedical  research  over  the  last  several  decades    Scientific 
discovery  is  reaching  new  peaks,  and  biomedical  technology  is  evolving  at  break  neck  speed  now    We 
have  seen  progress  in  the  scientific  areas  of  wound  healing,  collagen,  genetics,  fibroblasts,  cell  biology, 
scleroderma  diagnostics  --  some  ol  these  advances  bear  directly  on  scleroderma,  others  have  the 
potential.  But  I  am  concerned  that  with  all  the  advances  and  monies  spent,  there  is  no  single  agency 
strictly  concerned  with  championing  the  patients'  interest  -•  a  cure.  At  one  time  both  MD's  and  PhD's 
made  major  contributions  toward  medical  science  --  treatments  and  cures    However,  in  the  last  few 
decades  science  has  become  so  sophisticated  and  specialized  and  MD's  either  so  involved  with  patient 
care  or  so  focused  in  one  field,  that  there  is  a  real  knowledge  gap  between  those  "doing  great  science" 
and  those  treating  patients.  Money  is  poured  into  science,  but  it  is  not  targeted  at  finding  cures  -  please 
do  not  endorse  cloning  cells  just  lor  the  sake  of  cloning  cells.  I  recognize  the  need  lor  scientific 
exploration  and  freedom,  but  you  need  to  provide  more  opportunities  to  channel  the  basic  science  toward 
solving  specific  medical  problems    It  is  disconcerting  to  see  great  scientists  so  distant  from  disease.  In  our 
hearts,  we  all  want  to  help  people,  and  our  basic  scientists  have  the  ability  to  make  greal  contributions  to 
tjojii  science  and  society 

Just  as  NIAMS  is  working  with  the  American  College  of  Rheumatology  and  other  organizations  to  develop 
a  coordinated  network  of  scleroderma  specialists  to  perform  treatment  trials  (when  needed),  NIAMS  needs 
to  be  in  the  forefront  of  coordinating  the  research,  so  that  it  is  directed  toward  a  cure.  If  we  keep  the 
patient  in  mind,  (not  jusl  great  science)  we  will  see  the  fruits  of  our  labors  -  a  healthier  Nation. 

In  the  private  sector,  the  Scleroderma  Research  Foundation  has  addressed  this  problem  -  managing  and 
directing  science  to  focus  on  a  cure    We  have  brought  scleroderma  experts  and  top  scientists  from  all 
basic  scientific  liekJs  relating  to  scleroderma  together  to  analyze  where  we  stand  in  the  science  of 
scleroderma  and  to  identify  the  most  critical  areas  that  need  to  be  addressed    We  are  bringing  the  most 
cutting  edge  science  to  the  problem  of  scleroderma    We  are  creating  an  environment  where  scientists  of 
diflerent  specialities  can  work  together  to  deal  with  the  interrelated  aspects  ol  the  disease    Surprisingly, 
this  is  considered  innovative  in  the  scientific  community    Companies  don't  work  together,  scientists  in 
different  disciplines  don't  work  together,  universities  and  private  industry  don't  work  together    They 
compete.  They  publish.  They  sell.  Collaboration  is  not  part  ol  the  vocabulary.  But  unfortunalely,  that 
doesn't  cure  patients,  and  that  doesn't  cut  the  spiraling  cost  of  health  care 

With  an  initial  commitment  of  $450,000  the  Scleroderma  Research  Foundation  established  the  lirst 
scleroderma  research  center    We  brought  private  funding,  academia,  a  scleroderma  clinic,  and  private 
industry  together  to  address  scleroderma    Scientists  from  Stanlord  University,  University  of  California  at 
San  Francisco,  the  VA  Medical  Center  at  San  Francisco  and  Genentech  (a  private  biotechnology  lirm)  are 
working  in  a  collaborative  effort  (lunded  by  private  donations)  to  push  the  science  of  scleroderma  forward 
toward  a  cure    The  nation's  top  scientists  are  guiding  and  facilitating  this  research  on  a  pro  bono  basis  -- 
Dr  Bruce  Alberts,  president  ol  the  National  Academy  ol  Sciences,  Dr  William  Rutter,  founder/CEO  of 
Chiron  and  instrumental  in  the  development  ol  the  biotechnology  industry,  and  the  directors  of  genetics 
and  dermatology  at  Stanford,  and  the  directors  ol  hormone  research  and  dermatology  at  UCSF    And  why 
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pro  bono?  Because  they  believe  that  directed  research  and  collaboration  are  the  keys  to  success.  They 
strongly  believe  this  approach  will  bear  fruit  tor  scleroderma  and  will  be  a  model  tor  disease  research  in  the 
future 

As  the  scientific  community  learns  ot  the  Foundation's  work  and  the  projects  we  are  funding,  we  are 
asked.  "Where  is  the  government  in  all  of  this?  Where  is  NIAMS?  NIAMS  should  be  adopting  and 
fostering  this  type  of  approach  "  I  agree,  as  does  the  Foundation's  Scientific  Advisory  Committee.  The 
role  the  Foundation  has  taken,  so  fitting  for  NIAMS  and  our  great  National  Institutes  of  Health,  is  that  of 
directing  and  managing  the  science  on  behalf  of  the  patient.  We  are  no  longer  just  encouraging  new  and 
exciting  young  researchers  into  the  field  with  special  grants,  and  we  are  no  longer  just  funding  the  very 
best  science  in  the  field.  Instead,  we  are  now  driving  the  science,  and  driving  it  in  the  direction  of  a  cure. 

I  suggest  that  not  only  NIAMS'  budget  be  increased  4  2%,  but  that  NIAMS  be  encouraged  to  invest  in  an 
interdisciplinary  investigation  ot  scleroderma  in  partnership  with  Johns  Hopkins  University  and  the 
Scleroderma  Research  Foundation.  I  do  not  recommend  this  lightly.  Scleroderma  is  unique  in  that  it 
involves  so  many  systems  of  the  body  -  and  it  has  many  of  the  same  or  similar  aspects  of  so  many 
diseases  -  diseases  addressed  by  NIAMS.  It  is  one  of  few  diseases  perfectly  suited  for  expanding  this 
multidisoipline,  collaborative  approach.  Many  diseases  will  benefit  from  progress  made  on  scleroderma. 

Presently,  NIAMS  research  projects  being  funded  on  scleroderma  focus  only  on  very  specific  subjects  of 
the  disease.  Several  different  subjects  are  being  examined  at  any  one  time,  but  no  one  summarizes  the 
information  or  prioritizes  future  opportunities,  this  approach  is  not  etficient  in  helping  people  with  chronic 
illness.  In  the  past  few  years,  science  has  developed  ways  of  breeding  immunodeficient  mice,  cells  can 
be  cloned,  instruments  have  been  developed  to  examine  the  soft  tissue  of  the  body  -  we  need  to  put 
these  and  much  more  together.  Develop  a  mouse  model  --  not  just  with  the  tight  skin,  but  with  the 
vascular  features  of  scleroderma,  and  don't  quit  there.  Identify  the  top  priority  areas  to  research  for 
greatest  potential  for  understanding  -  get  the  wound  healing  specialists  to  work  with  the  skin  problems, 
the  collagenase  experts  to  deal  with  the  fibrosis,  the  experts  in  cardiology  to  study  the  capillary  problems, 
the  immunologists  to  find  what  signals  the  changes  in  the  fibroblasts  and  endothelial  cells,  and  so  on. 

NIAMS  needs  to  be  in  a  position  of  prioritizing,  directing  and  managing  the  research  -  not  just  funding  the 
best  presented  to  them   Recommend  NIAMS  to  take  a  proactive  stand  against  disease.  Use  scleroderma 
as  a  "trial  balloon"  -  have  NIAMS  develop  an  agenda,  identify  the  research  needed  to  be  accomplished 
and  pursue  integrated,  multidiscipline,  collaborative  studies.    Academia,  private  industry  and  the 
Scleroderma  Research  Foundation,  through  a  $500,000  matching  grant,  are  prepared  to  support  and  be 
collaborative  partners  in  this  effort. 

NIAMS  will  then  be  in  a  position  to  apply  the  knowledge  gained  to  so  many  other  diseases  -  lupus,  mixed 
connective  disease,  rheumatoid  arthritis,  osteoarthritis,  etc.  This  trial  balloon  and  proactive  directing  and 
managing  of  research  that  NIAMS  is  so  in  a  position  to  do,  will  open  new  doors  and  prove  an  effective 
approach  to  future  disease  research.  We  will  be  on  the  fast  track  to  cures:  cures  that  will  slash  health  care 
costs'  terrible  burden  on  society.  Please  show  your  strong  support  for  NIAMS,  encourage  its  growth  and, 
most  importantly,  its  leadership  in  disease  research. 

Invest  in  a  healthy  America.  Appropriate  NIAMS  the  funds  and  encouragement  to  be  the  most  effective 
and  productive  health  research  institute  in  the  world. 


STATEMENT  OF  RICHARD  J.  ULEVITCH,  ON  BEHALF  OF  THE 
SCRIPPS  RESEARCH  INSTITUTE 

It  is  a  great  privilege  for  me  to  present  testimony  on  behalf  of  the  Fiscal  Year  1994 
Appropriations  for  the  National  Institute  of  General  Medical  Sciences  (NIGMS).  I  would  like 
to  briefly  introduce  myself  to  this  distinguished  group;  I  have  also  included  my  curriculum 
vitae  for  your  records.  My  experience  in  biomedical  research  spans  over  25  years  and  my 
enthusiasm  for  this  profession  is  as  high  today  as  it  was  in  1966  when  I  started  my  graduate 
training  for  my  Ph.D.  I  have  received  generous  support  from  the  National  Institutes  of  Health, 
first  as  pre-  and  then  post-doctoral  fellowships  followed  by  a  Research  Career  Development 
Award,  individual  research  awards  (ROl  awards),  a  post-doctoral  Training  Grant,  a  Program 
Project  in  the  area  of  bum  and  trauma  research  and  a  special  MERIT  award.  These  latter 
three  awards  are  funded  by  NIGMS;  this  is  a  partnership  that  I  value  highly.  I  have  also 
served  as  a  permanent  member  of  a  National  Institutes  of  Health  Study  Section  (Pathology  A, 
1986-1990),  as  a  permanent  member  of  the  Immunology  Research  Study  Committee  of  the 
American  Heart  Association  (1980-1985)  and  as  a  member  of  an  advisory  panel  to  the  Food 
and  Drug  Administration  involved  in  evaluating  new  therapeutics  for  septic  shock.  I  believe 
my  experience  provides  me  with  an  appreciation  for  the  importance  of  NIH  support  of 
investigator  initiated  research  projects,  for  the  goals  of  funding  agencies  and  for  the  mission 
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of  governmental  regulatory  agencies  that  oversee  the  results  of  biomedical  research  in  this 
country. 

For  more  than  three  decades  NIGMS  has  supported  research  scientists  who  address 
general,  fundamental  problems  in  biomedical  areas  and  who  operate  at  the  interface  between 
chemistry  and  biology.  Thus,  NIGMS  has  a  unique  mandate  among  the  other  Institutes  that 
comprise  the  National  Institutes  of  Health.  To  fulfill  this  mandate  NIGMS  supports  broad- 
based,  non-disease  targeted  research  in  areas  that  include  chemistry,  molecular  biology  and 
genetics,  structural  biology  and  pharmacology.  I  believe  that  continued  and  stable  support  for 
the  NIGMS  is  crucial  to  the  immediate  well-being  not  only  of  fundamental  biomedical 
research  in  this  country  today,  but  also  to  the  longer  range  goal  of  significant  medical 
discoveries.  Past  and  current  programs  supported  by  NIGMS  have  provided  the  technological 
and  conceptual  breakthroughs  that  are  contributing  to  the  remarkable  advances  in  diagnosis 
and  treatment  of  specific  diseases  that  we  are  now  witnessing.  I  also  believe  that  findings 
from  the  programs  supported  by  NIGMS  have  contributed  enormously  to  the  development  of 
the  biotechnology  industry  in  this  country.  Thus,  in  these  times  of  restricted  resources  it 
should  be  remembered  that  investment  in  NIGMS  is  paying  remarkable  dividends  to  this 
country  and  each  year  of  continued  strong  support  of  this  institute  will  result  in  accrued 
benefits  that  will  continue  well  into  the  next  century. 

I  would  like  to  use  my  own  research  program  funded  for  more  than  a  decade  by 
NIGMS  as  an  example  of  how  basic  studies  can  lead  to  potentially  important  advances  in  the 
treatment  of  human  disease.  My  own  research  program  is  devoted  to  studies  of  the  basic 
mechanisms  of  the  host  response  to  infection  with  gram-negative  bacteria.  While  this  serves 
as  an  excellent  laboratory  model  to  better  understand  the  function  of  the  immune  system  it 
also  provides  information  about  a  serious  human  disease.  In  man,  infection  with  gram- 
negative  bacteria  occurs  in  a  large  number  of  hospitalized  patients  and  this  often  leads  to  a 
clinical  syndrome  known  as  septic  shock.  Burn  and  trauma  victims  are  also  at  high  risk  for 
development  of  septic  shock.  Septic  shock  is  estimated  to  cause  100,000  to  200,000  deaths 
annually  in  the  United  States  alone,  in  addition  to  causing  prolonged  and  expensive 
hospitalization  stays  in  an  even  larger  number  of  patients.  Scientists  have  known  for  more 
than  50  years  that  septic  shock  is  caused  by  the  effects  of  a  bacterial  toxin  (endotoxin)  on 
cells  of  the  immune  system.  Unfortunately  no  effective  ways  of  preventing  the  effects  of  this 
toxin  had  been  identified  despite  what  appeared  to  be  promising  leads.  For  example,  in  1991  I 
served  on  an  advisory  panel  to  the  FDA  that  reviewed  several  potential  new  therapeutics.  My 
own  views  of  the  lack  of  efficacy  of  these  products  have  been  substantiated  and  while  this 
was  personally  satisfying  we  are  still  without  effective  treatments  for  septic  shock. 

For  many  years  the  staff  of  NIGMS  has  recognized  the  importance  of  solving  the 
dilemma  of  septic  shock  and  has  sought  to  support  basic  research  programs  that  might 
provide  new  information  about  the  molecular  mechanisms  responsible  for  this  disease.  Now 
our  work,  supported  in  large  part  by  NIGMS,  has  provided  a  promising  new  direction  for 
therapeutics  to  ameliorate  the  problem  of  septic  shock.  We  have  discovered  the  identity  of 
receptor  proteins  involved  in  the  initial  recognition  of  the  toxin.  Importantly  the  interactions 
of  the  toxin  with  these  proteins  appear  to  control  the  responses  that  lead  to  septic  shock.  We 
are  studying  the  structure  and  function  of  these  proteins  at  a  basic  level  and  have  recently 
developed  ways  to  prevent  the  effects  of  the  toxin  by  blocking  the  interaction  of  the  toxin 
with  its  receptor  proteins.  Several  strategies  derived  from  our  basic  studies  are  currently  being 
evaluated  in  studies  to  ascertain  their  effectiveness  as  therapeutics  for  septic  shock  in  man. 
We  are  optimistic  that  results  from  our  research  supported  by  NIGMS  will  lead  to  a  very 
effective  therapy  for  this  most  serious  condition. 

In  addition  to  supporting  the  research  programs  of  established  scientists,  NIGMS 
enables  the  training  of  young  scientists  in  general  including  its  special  emphasis  on  correcting 
the  undcr-rcpresentation  of  minority  groups  in  biomedical  research  through  its  Minority 
Access  to  Research  Careers  (MARC)  and  the  Minority  Biomedical  Research  Support  (MBRS) 
programs.  These  programs  are  essential  for  this  country  to  maintain  its  competitive  edge  in 
biomedical  research,  for  the  biotechnology  sector  to  grow  and  to  permit  the  translation  of 
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gains  in  fundamental  knowledge  to  practical  applications  that  benefit  all.  I  also  want  to  add 
how  much  respect  I  have  for  commitment  to  minority  programs  made  by  the  office  of  the 
NIGMS  director  and  her  staff.  During  the  past  five  years  I  personally  have  observed  the 
training  of  Hispanic  and  African-American  high  school  students  and  most  recently  of  an 
African-American  high  school  science  teacher  in  summer  programs  in  our  laboratories  and  I 
am  convinced  that  these  small  efforts  are  making  a  difference.  The  larger  efforts  of  NIGMS 
will  yield  great  benefits  and  deserve  full  support  by  Congress. 

I  also  want  to  add  that  I  see  my  relationship  with  NIH  in  general  and  with  NIGMS 
specifically  as  a  genuine  partnership.  Beyond  the  funding  I  receive  from  NIGMS  I  value  the 
dedication,  professionalism  and  high  scientific  standards  of  all  of  the  staff  of  NIGMS.  It  is 
always  a  pleasure  for  me  to  interact  with  my  colleagues  at  this  Institute.  For  all  of  these 
reasons  I  urge  you  to  fully  support  NIGMS  through  the  appropriation  process. 

Again  I  thank  you  for  the  opportunity  to  express  my  support  for  the  efforts  of  NIGMS. 
My  best  regards. 


STATEMENT  OF  DR.  HOWARD  K.  KOH,  ON  BEHALF  OF  THE 
SOCIETY  FOR  INVESTIGATIVE  DERMATOLOGY 

Mr.  Chairman  and  committee  members  -  thank  you  for  permitting  me  to  testify 
today  on  behalf  of  the  Society  for  Investigative  Dermatology.   I  am  Howard  K.  Koh 
MD,  Associate  Professor  of  Dermatology,  Medicine  and  Public  Health  at  Boston 
University  Schools  of  Medicine  and  Public  Health,  Boston,  Massachusetts.    I  am  also 
Chairman  of  the  Committee  on  Government  and  Public  Relations  for  the  Society  for 
Investigative  Dermatology.  We  urge  greater  support  and  funding  for  the  programs  of 
the  National  Institute  for  Arthritis  and  Musculoskeletal  and  Skin  Diseases  (NIAMS)  for 
three  reasons:  to  ease  suffering  and  prevent  deaths  from  skin  diseases,  to  further 
critical  research,  and  to  benefit  society  as  a  whole. 

The  current  burden  of  patient  suffering  from  skin  diseases  is  monumental.    Skin 
cancer,  the  number  one  cancer  in  the  United  States  with  600,000  -  700,000  new  cases 
a  year,  .affects  1  in  7  Americans  in  their  lifetime.   Incidence  rates  of  malignant 
melanoma,  the  most  lethal  form  of  skin  cancer,  are  rising  faster  than  any  other  cancer 
in  our  country,  with  growing  numbers  of  deaths.     A  number  of  other  skin  conditions 
are  potentially  fatal.   Scleroderma  (Progressive  Systemic  Sclerosis)  can  cause  crippling 
hardening  of  the  skin  and  also  can  damage  the  kidneys,  lungs  and  other  internal 
organs.    Systemic  Lupus  Erythematosus,  which  particularly  affects  young  black 
women,  causing  scarring  facial  lesions,  oral  ulcers,  arthritis  and  kidney  impairment. 
Many  other  skin  diseases,  while  not  fatal,  cause  tremendous  suffering  and  ruin  lives. 
Chronic  or  recalcitrant  conditions  such  as  herpes,  eczema,  psoriasis,  acne,  or  vitiligo 
(a  depigmenting  condition  recently  described  to  afflict  entertainer  Michael  Jackson) 
traumatize  millions  of  people,  cause  severe  psychological  stress  and  negatively  affect 
quality  of  life. 

On  a  societal  level,  ongoing  ozone  depletion  threatens  to  exacerbate  the  rising 
problem  of  skin  cancer.  The  overall  cost  of  skin  diseases,  estimated  to  be  close  to  7 
billion  dollars  by  the  end  of  the  1970's,  is  certainly  much  higher  today.   Eczema  and 
skin  allergies  are  among  the  five  most  common  childhood  disorders  in  our  society. 
Work-related  skin  disorders  account  for  nearly  half  of  all  occupational  diseases. 
Pressure  sores  of  the  skin  affect  up  to  10%  of  older  populations  in  nursing  homes. 
Skin  signs  can  be  one  of  the  first  recognizable  signs  of  violence  and  child  abuse. 
Over  60  million  doctor  visits  a  year  in  the  United  States  relate  to  skin  complaints.    No 
segment  of  society  is  immune  from  these  diseases.   Perhaps  every  person  in  this 
room  has  had  some  skin  illness  in  their  lifetime. 

Fortunately,  these  skin  illnesses  are  visible,  and  therefore  uniquely  identifiable 
through  a  visual  examination  by  a  qualified  physician  at  the  bedside,  with  potential  for 


816 


treatment,  prevention  and  further  understanding  of  its  causes  through  research. 
Previous  congressional  support  of  NIAMS  has  advanced  many  critical  areas  of 
research  both  at  the  clinical  level  and  the  molecular  level.   The  list  of  these 
accomplishments  is  long  and  impressive.   For  example,  observations  of  a  fairly 
uncommon  skin  cancer,  Kaposi's  Sarcoma,  was  a  seminal  finding  in  the  the  initial 
description  of  the  AIDS  epidemic  in  the  1980s.   Studies  of  Lupus  and  blistering 
diseases  of  the  skin  have  clarified  the  mysteries  of  the  human  immune  system. 
Studies  of  the  common  wart  virus  have  tightened  the  link  between  viruses  and  cancer. 

Ongoing  efforts  in  skin  cancer  education,  prevention  and  early  detection,  in 
collaboration  with  the  American  Cancer  Society  and  the  Centers  for  Disease  Control 
and  Prevention,  are  hoping  to  save  lives.   Research  on  vitamin  A  and  its  analogs  have 
not  only  helped  millions  of  young  patients  suffering  from  scarring  acne,  but  has  now 
translated  into  treatment  and  prevention  advances  for  certain  types  of  leukemia  and 
cancer.   Laser  research  has  not  only  cured  persons  with  disfiguring  portwine  stains  of 
the  skin,  but  also  has  applications  for  heart  disease  and  other  diseases  of  internal 
organs.   Cultured  allografts  of  skin,  so-called  artificial  skin,  help  burn  patients  to 
recover  quickly  and  resume  normal  lives.   Studies  of  light-activated  drugs,  such  as 
psoralen  and  UVA  (PUVA),  have  introduced  to  medicine  a  new  treatment  modality  for 
millions  of  people  with  diseases  such  as  psoriasis,  cutaneous  T-cell  lymphoma(a 
potentially  deadly  form  of  skin  cancer)  and  other  conditions.   Molecular  studies  of  less 
common  but  potentially  devastating  skin  diseases,  such  as  Xeroderma  Pigmentosum 
and  Epidermolysis  Bullosa,  are  unlocking  the  mysteries  of  carcinogenesis  and  gene 
regulation. 

Progress  must  continue.  We  desperately  need  more  research  dollars  not  only 
to  unravel  the  basic  mechanisms  of  these  important  human  diseases,  but  also  to  ease 
the  suffering  of  patients  in  this  country.   Mr.  Chairman,  the  Congress  has  supported 
the  dermatology  community  by  permitting  the  development  of  four  skin  disease 
research  centers  at  Case  Western  Reserve  University,  New  York  University,  Yale 
University  and  University  of  Texas  Southwestern  Medical  Center.   However,  as  you 
know,  the  public  health  law  currently  authorizes  six  of  these  centers.  We  request 
additional  funding  to  create  two  new  centers,  which  will  bring  us  up  to  the  authorized 
level.   However  funding  for  these  centers  should  be  made  available  only  after 
necessary  increases  are  granted  to  continue  present  research  programs  at  an 
appropriate  level,  including  the  necessary  increases  for  biomedical  research  inflation. 
In  addition  to  two  more  centers,  we  need  even  more  funding  to  help  attract  and 
support  young  investigators,  who  represent  the  future  of  medicine,  and  to  provide 
more  treatment  and  preventive  services.   Hence,  we  are  requesting  a  NIAMS  budget 
of  $264.6  million,  fifty  million  dollars  more  than  what  was  approved  for  1992.   This 
investment  will  be  amply  repaid,  for  the  future  benefit  of  our  society.   Thank  you  very 
much  for  this  opportunity  to  let  me  speak. 


STATEMENT  OF  CHARLES  R.  MODICA,  CHANCELLOR,  ON 
BEHALF  OF  ST.  GEORGE'S  UNIVERSITY  SCHOOL  OF 
MEDICINE,  GRENADA,  WEST  INDIES 

Mr.  Chairman  and  members  of  the  Subcommittee,  thank  you  for  the  opportunity  to  submit  St. 
Georges  University  School  of  Medicine  views  to  the  hearing  record.  In  my  brief  testimony  I  would  like  to 
provide  some  background  as  to  what  makes  St  George's  such  a  unique  medical  school  as  well  as  discuss 
some  developments  that  Impact  our  Institution.  Finally,  I  would  like  to  recommend  some  changes  In  federal 
law  which  would  not  only  benefit  the  St.  George's  University  School  of  Medicine  but  the  health  care  of  our 
nation  as  well. 

The  St.  George's  University  School  of  Medicine  has  a  growing  history  of  medical  educational 
success.  Since  being  founded  In  1976,  1,816  students  have  graduated  with  degrees  In  medicine,  many  of 
whom  return  home  to  the  United  States  to  practice  In  medically  underserved  areas  In  fact,  In  many  Inner 
city  teaching  hospitals  that  treat  and  care  for  great  numbers  of  poor  and  Indigent  patients,  80-90%  of 
residency  positions  are  filled  by  graduates  of  International  medical  schools.  In  the  United  States  there  would 
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be  a  significant  problem  caring  (or  Indigent  and  poor  patients  K  not  for  residency  slots  being  filled  by  eager 
graduates  from  non-U.S.  schools  such  as  St.  George's. 

The  Journal  of  the  American  Medical  Association  In  Its  January  18,  1985  Issue  reported  that  the  St. 
George's  University  School  of  Medicine  had  the  highest  Initial  pass  rate  of  all  the  leading  International 
medical  schools  In  the  world  on  the  U.S.  qualifying  examination  (the  ECFMG).  As  each  class  at  St.  George's 
finishes  Its  second  year  of  medical  education,  approximately  one-third  of  that  class  qualifies  and  transfers 
to  U.S.  medical  schools  to  complete  their  education. 

Mr.  Chairman,  several  developments  have  occurred  over  the  recent  years  that  have  had  a  positive 
Impact  on  St.  George's,  and  the  students  that  attend  this  Institution.  These  developments  have  enabled  St. 
George's  to  offer  an  even  more  comprehensive  and  complete  medical  education.   They  are: 

(1)  In  1992,  Congress  reaffirmed  during  the  Higher  Education  Act  Reauthorization  that  Family  Federal 
Education  Loans  (FFEL)  should  be  available  to  students  attending  foreign  medical  schools  that  meet 
specific  criteria  which  Indicates  that  they  are  comparable  to  U.S.  medical  schools.  St.  George's, 
because  Its  clinical  training  program  has  been  approved  by  a  State  as  of  January  1,  1992,  qualifies 
as  one  of  the  eligible  Institutions. 

(2)  The  New  York  and  New  Jersey  State  Departments  of  Education  have  approved  plans  that  allow  the 
placement  of  third  and  fourth  year  students  from  St.  George's  to  begin  clinical  clerkships  at  several 
area  teaching  hospitals. 

(3)  The  1992  reauthorization  of  the  Health  Professions  Education  Amendments  established  an  Advisory 
Council  on  Medical  Licensure  to  counsel  the  HHS  Secretary  on  the  establishment  and  operation  of 
a  new  national  physician  credentials  verification  service  to  be  established  by  the  American  Medical 
Association  (AMA).  The  advisory  council  (comprised  of  International  Medical  Graduates  (IMGs), 
Domestic  Medical  Graduates  (DMGs),  Representatives  from  State  Medical  Boards  and  U.S.  Medical 
Schools)  will  monitor  the  establishment  of  non -discriminatory  policies  and  practices  for  the  operation 
of  the  system. 

The  repository  will  aid  in  the  state  to-state  licensure  by  endorsement  process  by  limiting  duplicative 
state  document  requirements  for  all  practicing  physicians.  By  authenticating  and  verifying  medical 
degrees  and  documents,  this  new  clearinghouse  will  enable  International  Medical  Graduates  to  more 
easily  gain  approval  by  State  medical  licensing  boards  who  fear  fraudulent  documentation. 

(4)  In  1986,  Congress  assembled  the  Council  on  Graduate  Medical  Education  to  examine  key  Issues 
related  to  federal  policy  and  Graduate  Medical  Education.  In  July  of  1988,  the  Council,  which  Is 
comprised  of  a  representative  sample  of  U.S.  medical  education  expert,  concluded  that  foreign 
medical  school  graduates  should  not  be  treated  separately  or  equally,  and  that  selection  Into  GME 
should  be  based  on  Individual  competence,  not  group  or  geographic  association.  The  Council  also 
stated  that  If  the  government  had  no  rational  basis  for  denying  public  funds  for  graduates  of  foreign 
schools,  that  It  could  be  considered  constitutionally  mandatory. 

(5)  The  1992  Health  Professions  Reauthorization  also  mandates  that  medical  training  programs  cannot 
receive  Title  VII  health  professions  training  federal  funding  if  they  discriminate  against  a  person's 
application  based  on  their  country  of  medical  training.  This  provision  Is  very  Important  to  St. 
George's  graduates  seeking  residencies  In  the  United  States. 

(6)  The  National  Board  of  Medical  Examiners  has  changed  their  longstanding  policy  of  administering 
different  examinations  to  International  Medical  Graduates  vs.  Domestic  Medical  School  Graduates. 
Now  graduates  of  International  and  domestic  medical  schools  will  take  the  same  licensing  exam, 
known  as  the  United  States  Medical  Licensing  Examination,  thereby  allowing  their  skills  to  be 
compared  on  an  equitable  basis. 

Mr.  Chairman,  I  bring  these  examples  to  your  attention  to  demonstrate  that  things  have  been 
improving  and  that  Congress  and  the  medical  profession  have  begun  to  tear  down  some  of  the 
discriminatory  barriers  that  hinder  IMGs  In  this  country.  However,  In  the  face  of  these  promising  changes, 
a  number  of  inequities  still  exist  for  IMGs  and  U.S.  students  seeking  to  attend  foreign  and  off-shore  medical 
schools.  Of  critical  concern  Is  the  slow  rate  at  which  the  new  advisory  councils  on  medical  licensure  and 
the  foreign  medical  school  comparability  Issue  are  being  implemented.  Presently,  the  Health  Resources  and 
Services  Administration  (HRSA)  Is  in  the  process  of  developing  a  budget  for  the  advisory  council  and  has 
not  yet  announced  the  beginning  of  the  nomination  process  to  fill  positions  on  the  panel. 

The  Education  Department  (ED)  Is  In  the  process  of  developing  the  structure  for  Its  advisory  council 
to  review  foreign  medical  school  comparability  criteria  for  participation  In  the  FFEL  program.  I  am 
concerned  that  no  structure  was  statutorily  established.  Comparability  of  foreign  institutions  Is  difficult  to 
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assess.  Participants  on  this  panel  must  have  an  understanding  of  the  present  standards  of  measuring  a 
foreign  medical  school's  comparability  to  domestic  medical  education  (such  as  default  rates),  experience 
training  doctors  who  are  IMGs  (such  as  medical  school  administrators,  faculty  and  others  from  Institutions 
that  educate  IMGs  as  well  as  directors  of  residency  programs  mainly  staffed  by  IMGs)  and  State  licensing 
officials. 

Mr.  Chairman,  I  urge  your  subcommittee  to  push  HRSA  and  ED  for  progress  reports  on  the 
Implementation  of  these  Important  advisory  panels,  as  well  as  for  the  actual  execution  of  these  panels. 
Discrimination  toward  graduates  of  International  medical  schools  Is  common,  particularly  In  the  areas  of 
residency  position  acceptances,  as  well  as  In  the  areas  of  licensure,  |obs,  hospital  promotions,  privileges 
and  peer  reviews.  The  panels  will  serve  a  critical  function  In  the  efforts  to  adequately  address  these 
Important  Issues. 

In  addition,  several  challenges  still  remain  within  a  number  of  the  programs  funded  by  your 
subcommittee.  The  President's  budget  for  FY  '94  proposes  level  funding  for  Health  Education  Assistance 
Loans  (HEAL)  which  provide  loans  to  students  seeking  a  health  professions  career.  HEAL  loans  are  an 
important  mechanism  for  students  attending  medical  school.  I  am  pleased  that  this  program  has  not  been 
cut,  yet  It  should  be  expanded.  HEAL  loans  are  not  available  to  an  American  student  who  attends  a  foreign 
Institution  even  though  that  person,  or  his  or  her  parents,  have  paid  taxes  that  contribute  to  HEAL 
guarantees.  There  Is  no  good  rationale  for  this  discriminatory  practice.  At  St.  George's  the  default  rate  on 
Guaranteed  Student  Loans  Is  about  1%  --  far  less  than  most  American  schools.  There  are  $375  million  In 
loan  guarantees  per  year  that  are  not  fully  used  by  students  attending  U.S.  schools.  The  loan  is  made  to 
the  student  --  not  the  school  -  therefor  rt  would  seem  that  the  geographic  location  of  the  school  would  not 
be  an  Issue. 

Mr.  Chairman,  HEAL  loans  should  be  available  to  U.S.  tax  paying  citizens  receiving  their  medical 
education  at  St.  George's.  The  HEAL  program  should  take  the  lead  from  the  FFEL  program,  the  Council 
on  Graduate  Medical  Education,  and  the  National  Board  of  Medical  Examiners,  and  fts  discriminatory 
practice  of  denying  eligibility  to  students  who  attend  foreign  medical  schools. 

The  National  Health  Service  Corps  is  another  example  Even  though  the  National  Health  Service 
Corps  is  decades  old,  there  are  still  many  designated  medically  underserved  areas  In  the  U.S.  There  does 
not  appear  to  be  any  sound  rationale  for  denying  National  Service  Corps  scholarships  to  International 
Medical  Graduates,  especially  when  they  are  eager  to  serve  in  these  underserved  areas.  I  would  be  willing 
to  wager  that  If  the  National  Health  Service  Corps  Scholarship  program  was  available  to  graduates  of  foreign 
medical  schools  as  Is  the  National  Health  Service  Corps  Loan  Repayment  program,  the  number  of  Inner  cfty 
and  rural  underserved  areas  would  decline  dramatically. 

This  concludes  my  remarks  Mr.  Chairman.  Thank  you  for  the  opportunity  to  submit  the  views  of 
St  George's  University  School  of  Medicine  to  your  Subcommittee. 


STATEMENT  OF  THE  SUDDEN  INFANT  DEATH  SYNDROME 

ALLIANCE 

Mr.  Chairman  and  members  of  the  subcommittee,  thank  you  for  the  opportunity  to 
appear  before  you  today  to  discuss  the  federal  government's  response  to  Sudden  Infant 
Death  Syndrome. 

SIDS  is  a  frightening  disease  that  knows  no  economic  or  cultural  boundaries;  it  can 
strike  an  infant  from  any  country,  culture,  or  socio-economic  status.  In  the  typical,  but 
always  horrible  SIDS  case,  an  apparently  healthy  child  is  put  to  bed  without  any  indication 
that  something  is  wrong.  Sometime  later,  the  infant  is  found  dead.  The  infant's  prior 
medical  history,  a  complete  postmortem  examination,  and  a  thorough  investigation  of  the 
death  scene  provide  no  explanation  for  the  cause  of  death.  SIDS  leaves  in  its  wake  grieving 
families  and  frustrated  physicians. 

Each  year  approximately  7,000  infants  die  as  a  result  of  SIDS,  one  baby  every  hour, 
every  day.  SIDS  is  the  leading  cause  of  death  for  infants  age  two  weeks  to  one  year.  It  is 
a  major  factor  contributing  to  the  high  rate  of  infant  mortality  in  the  United  States. 
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The  primary  federal  agency  responsible  for  conducting  research  into  SIDS  is  the 
National  Institute  of  Child  Health  and  Human  Development  at  the  National  Institutes  of 
Health.  Although  cases  of  this  syndrome  have  been  noted  since  biblical  times,  organized 
scientific  research  into  the  cause  of  SIDS  is  recent,  dating  to  the  mid-1970's.  In  1988,  at  the 
request  of  Congress,  the  NICHD  assembled  a  group  of  scientists  to  examine  the  current 
state  of  knowledge  about  SIDS  and  articulate  future  research  needs  into  SIDS.  The  result 
of  this  effort  was  the  SIDS  Five  Year  Research  Plan.  Fiscal  year  1993  is  the  fourth  year  of 
this  research  plan. 

Mr.  Chairman,  thanks  to  the  funding  which  has  been  provided  by  this  Committee, 
researchers  supported  by  the  NICHD  have  been  able  to  carry  out  many  of  the  initiatives 
articulated  in  the  Five  Year  Research  Plan.  A  common  theme  running  throughout  the 
scientific  findings  is  that  some  babies  are  born  with  a  subtle  abnormality  predisposing  them 
to  sudden,  unexpected  death.  As  a  result  of  some  combination  of  deficiencies  or 
vulnerabilities  the  infant  fails  to  adapt  to  life  outside  the  womb.  The  precise  abnormality 
and  mechanisms  triggering  death  are  not  known.  To  prevent  SIDS,  we  must  develop  an 
understanding  of  the  way  in  which  these  infants  are  vulnerable,  discover  markers  for 
detection  and  determine  the  mechanisms  triggering  death.  No  effective  preventive  measures 
have  been  discovered  yet,  however  it  is  hoped  that  the  research  being  conducted  by  the 
NICHD  will  eventually  lead  to  the  development  of  measures  which  will  prevent  future  SIDS 
events. 

In  FY91,  the  second  year  of  the  Five  Year  Plan,  NICHD  funded  a  number  of 
important  research  initiatives.  NICHD  provided  funds  for  a  repository  for  brain  and  tissue 
specimens  from  infants  and  children  with  various  neurodevelopmental  disorders,  including 
SIDS.  Specimens  from  this  repository  will  be  useful  for  research  into  SIDS.  Another  study 
which  focused  on  the  effectiveness  of  apnea  monitors  in  identifying  and  describing  life 
threatening  events  was  also  initiated  in  FY91. 

In  FY92,  the  third  year  of  the  Five  Year  Plan,  NICHD  carried  out  a  multi- 
disciplinary  project  on  the  maturation  of  sleep  states  in  the  infant  and  the  maturation  of  life 
sustaining  mechanisms  during  sleep.  This  research  will  help  to  identify  infants  at  risk  of 
sudden  death  and  lead  to  measures  which  could  potentially  prevent  their  death.  Also  in  the 
third  year  NICHD  conducted  a  study,  in  cooperation  with  the  Indian  Health  Service  and  the 
Centers  for  Disease  Control,  to  investigate  the  causes  of  and  risk  factors  for  the  high  rate 
of  SIDS  incidents  in  the  Native  American  population  of  the  Aberdeen  area  of  the  Indian 
Health  Service. 

In  the  current  fiscal  year,  1993,  NICHD  is  carrying  out  the  fourth  year  of  the  Five 
Year  Plan.  This  year,  NICHD  researchers  are  investigating  recent  reports  which  suggest 
significantly  increased  incidence  of  Sudden  Infant  Death  Syndrome  for  infants  put  to  sleep 
in  the  prone  (stomach)  position.  These  investigations  are  based  on  studies  performed  in 
Australia,  New  Zealand  and  the  United  Kingdom  and  reported  on  last  April  by  the 
American  Academy  of  Pediatrics.  Researchers  are  gaining  insight  into  why  the  prone 
position  seems  to  be  associated  with  a  higher  risk  of  SIDS;  these  studies  offer  great  promise 
for  an  accelerated  understanding  of  SIDS  events.  In  addition,  research  grants  for  a  clinical 
network  involving  infant  apnea  monitors  have  provided  promise  into  determining  the  causes 
of  SIDS. 
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Mr.  Chairman,  the  Sudden  Infant  Death  Syndrome  Alliance  is  very  grateful  to  your 
Committee  for  the  funding  provided  last  year  to  support  the  fourth  year  of  the  Five  Year 
Research  Plan,  as  well  as  the  funding  provided  in  years  past.  This  year  we  are  again  urging 
your  committee's  leadership.  Budget  figures  indicate  that  a  funding  level  of  no  less  than  $15 
million  is  necessary  to  implement  the  fifth  year  of  the  Five  Year  SIPS  Research  Plan.  With 
this  additional  funding,  researchers  will  be  able  to  continue  to  study  the  effectiveness  of 
apnea  monitors  and  their  use  in  identifying  the  physiologic  parameters  that  place  an  infant 
at  risk  for  SIDS.  Other  studies  planned  for  the  fifth  year  of  the  Five  Year  Research  Plan 
include  the  role  of  immunological  mechanisms  in  SIDS,  the  establishment  of  a  brain  tissue 
bank  and  a  survey  of  infant  sleep  practice  and  position  as  they  relate  to  SIDS.  In  addition, 
final  negotiations  are  underway  for  a  case  control  study  in  Cook  County,  Illinois  to  study 
environmental  impact  on  SIDS.  Furthermore,  recent  studies  linking  exposure  to  tobacco 
smoke  and  kidney  abnormalities  with  SIDS  can  be  more  thoroughly  investigated  with  these 
additional  funds. 

There  is  still  a  great  deal  more  that  needs  to  be  done  in  the  fight  against  SIDS.  It 
would  truly  be  a  tragedy  if  research  efforts  were  halted  or  delayed  at  the  point  when  so 
much  progress  can  be  made.  Research  capability  and  technology  are  available  to  conduct 
additional  studies  that  will  hasten  progress  towards  the  elimination  of  SIDS.  Now  is  the 
time  for  us  to  do  something  about  SIDS. 

Thank  you  for  considering  the  concerns  of  the  Sudden  Infant  Death  Syndrome 
Alliance.   We  would  be  happy  to  respond  to  any  questions  you  may  have. 

Information  about  Sudden  Infant  Death  Svndrome  and  SIDS  research: 

o  Each  year  approximately  7,000  infant  deaths  occur  as  a  result  of  SIDS,  one  baby 

every  hour,  every  day.  SIDS  is  the  leading  cause  of  death  for  infants  age  two  weeks 
to  one  year.  It  is  a  major  factor  contributing  to  the  high  rate  of  infant  mortality  in 
the  United  States. 

o  SIDS  is  an  indiscriminate  killer  that  knows  no  economic  boundary  or  social  niche. 

SIDS  families  come  from  every  walk  of  life. 

o  Although  little  is  known  or  understood  about  the  cause  of  SIDS,  researchers  believe 

that  some  abnormality  in  development  makes  an  infant  vulnerable  to  an  internal  or 
external  stress  that  triggers  death. 

o  Current  research  being  conducted  by  NICHD  into  SIDS  is  examining  the  maturation 

of  life  sustaining  mechanisms  during  sleep.  This  research  may  help  to  identify  infants 
at  risk  of  sudden  death  and  could  potentially  lead  to  measures  which  would  prevent 
death. 

o  With  additional  funding  in  FY94,  NICHD  will  be  able  to  continue  research  on  the 

use  of  apnea  monitors  in  identifying  the  physiologic  parameters  that  place  an  infant 
at  risk  for  SIDS,  conduct  research  on  the  role  of  infection  in  SIDS,  and  test  the 
sensitivity  and  reliability  of  neonatal  screening  for  inherited  metabolic  deficiencies 
that  may  indicate  vulnerability  to  a  SIDS  event.  Without  the  additional  funding, 
NICHD  will  be  unable  to  carry  out  these  important  research  projects. 

o  Recent  studies  suggest  a  significant  increase  in  SIDS  deaths  from  sleeping  in 

the  prone  position,  exposure  to  tobacco  smoke  and  kidney  abnormalities. 
Aggressive  follow-up  must  take  place  on  these  potential  breakthroughs. 
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STATEMENT  OF  THE  SUSAN  G.  KOMEN  BREAST  CANCER 

FOUNDATION 

The  Susan  G.  Kotnen  Breast  Cancer  Foundation,  Inc. 
appreciates  the  opportunity  to  present  testimony  on  the 
Department  of  Health  and  Human  Services'  (HHS)  appropriations  for 
Fiscal  Year  1994. 

The  Komen  Foundation  was  established  in  1982  by  Nancy 
Brinker  in  memory  of  her  sister  Susan,  who  died  of  breast  cancer 
at  the  age  of  36.   The  Foundation's  mission  is  to  eradicate 
breast  cancer  as  a  life-threatening  disease  by  advancing 
research,  education,  screening  and  treatment. 

Since  its  founding,  the  Komen  Foundation  has  raised  more 
than  $19  million.   Using  a  peer  review  selection  process,  the 
Foundation  has  funded  over  149  national  grants  for  breast  cancer 
projects  and  post-doctoral  fellowships  for  basic  and  clinical 
breast  cancer  research  in  areas  including  magnetic  resonance 
imagery,  genetics  and  hormonal/drug  studies.   This  year  the  Race 
for  the  Cure"'  national  5K  race  series  in  Washington,  D.C.  and  35 
other  cities  across  the  country  will  draw  an  expected  125,000 
participants.   Of  the  funds  generated  by  these  races,  25%  is  used 
largely  to  fund  national  research  grants,  and  75%  remains  in  the 
race  city  to  support  local  cancer  prevention  and  screening 
programs,  including  clinics  and  mobile  mammography  vans,  and  to 
promote  awareness  and  education  programs  primarily  for  women  who 
are  medically  underserved,  low-income,  or  members  of  minority 
groups . 

The  Komen  Foundation's  requests  for  FY  1994  federal  funding 
include  the  following: 

Centers  for  Disease  Control 

The  Komen  Foundation  supports  a  substantial  increase  in 
appropriations  in  Fiscal  Year  (FY)  1994  for  the  Centers  for 
Disease  Control  (CDC)  Breast  and  Cervical  Cancer  Screening 
Program,  which  targets  screening  to  women  who  are  medically 
underserved,  low  income  or  members  of  minority  groups.   Currently 
12  states  receive  CDC  funding  for  screening,  while  18  other 
states  merely  receive  planning  money.   Many  of  those  planning 
states  are  ready  to  expand  to  screening  but  the  current  funding 
level  of  slightly  more  than  $70  million  is  inadequate  to  permit 
this  needed  expansion.   An  increase  to  $200  million  would  enable 
CDC  to  screen  30%  of  all  uninsured  women  in  each  of  the  50 
states.   This  funding  level  is  supported  by  the  Komen  Foundation 
and  many  other  health  groups. 

We  urge  Congress  to  provide  the  resource  support  to  enable 
national  expansion  of  this  urgently  needed  program.   This  program 
is  critical  because  early  detection  and  appropriate  follow-up  not 
only  prevent  breast  cancer  deaths  but  also  save  substantial 
treatment  costs.   The  Komen  Foundation  also  strongly  supports  the 
five-year  reauthorization  legislation  for  Section  1501(b)  of  the 
Public  Health  Service  Act  (42  U.S.C.  300k(b)),  which  is  currently 
pending  in  Congress. 

Breast  and  cervical  cancer  claimed  the  lives  of  over  50,000 
women  in  1992  alone.   The  real  need  is  for  each  of  the  states  to 
have  comprehensive  breast  and  cervical  cancer  screening 
programs.   While  the  Clinton  Administration's  FY  1994  budget 
request  of  $85  million  is  a  step  in  the  right  direction,  it  is 
not  nearly  enough.   We  respectfully  request  the  Appropriations 
Committee  to  go  well  beyond  the  President's  request  and  include 
directives  to  CDC  to  (1)  encourage  states  to  expand  outreach 
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efforts,  including  use  of  mobile  screening  vans  and  patient 
navigator  programs,  and  (2)  expand  CDC  efforts  to  work  in 
partnership  with  private  sector  organizations  to  develop  model 
strategies  for  outreach,  particularly  in  rural  areas,  to  bridge 
the  gap  between  screening  and  treatment. 

National  Institutes  of  Health/National  Cancer  Institute 

We  applaud  Congress'  early  tackling  of  the  National 
Institutes  of  Health  (NIH)  reauthorization  and  urge  that  the 
Appropriations  Committee  fund  adequately  the  breast  cancer 
research  priorities  identified  in  this  legislation.   The  Komen 
Foundation  strongly  supports  the  NIH  Revitalization  Act's  special 
targeting  for  breast  cancer.   Komen  worked  hard  to  achieve 
inclusion  of  authorizing  language  to  ensure  access  to  breast 
cancer  control  programs  for  medically  underserved  and  minority 
populations,  and  we  respectfully  ask  Congress  to  fund  the  new 
authority  under  Section  417(c)(1)(C). 

The  Komen  Foundation  supports  increased  funding  for  basic 
breast  cancer  research  and  NCI  clinical  trials,  cancer  centers, 
breast  cancer  control  programs,  and  research  training  and 
education  for  young  physicians/researchers. 

We  have  learned  through  the  breast  cancer  clinical  trials 
that  minorities  and  the  medically  underserved  may  be  under- 
represented  in  NIH  sponsored  research  efforts.   Access  alone  does 
not  guarantee  participation.   We  call  to  the  Committee's 
attention  the  problems  faced  by  minority  and  underserved 
populations  who  may  wish  to  participate  in  NIH  clinical  trials, 
but  find  themselves  stymied  from  doing  so.   Frequently  the 
attendant  costs  of  transportation,  out-of-pocket  pharmacy 
expenses,  child  care  and  similar  supportive  services  prevent 
participation  in  NIH-sponsored  clinical  trials.   Without 
inclusion  of  adequate  research  data  on  minorities  and  underserved 
populations,  we  will  be  unable  to  make  necessary  scientific 
progress.   We  urge  the  Congress  and  the  NIH  leadership  to  focus 
additional  attention  on  how  best  to  overcome  these  barriers. 

Food  and  Drug  Administration 

The  Komen  Foundation  strongly  urges  Congress  to  provide 
adequate  funding  for  the  Food  and  Drug  Administration  (FDA)  to 
implement  the  1992  Mammography  Quality  Standards  Act  (MQSA). 
This  critically  needed  statutory  authority  established  national 
standards  and  an  accreditation  process.   However,  if  mandatory 
quality  assurance  of  mammography  equipment  and  personnel  is  not 
enforced  and  fully  funded,  our  screening  awareness  programs  are 
in  vain.   All  involved  in  the  breast  cancer  battle  recognize  that 
designated  equipment  for  mammography,  as  well  as  trained 
technicians,  must  be  available  to  all  populations  from  coast  to 
coast.   Without  proper  federal  funding  for  enforcement  and 
surveillance,  this  simply  will  not  occur. 

President  Clinton  requested  $13  million  in  FY  '94  to 
implement  this  authority.   The  Komen  Foundation  urges  that 
Congress  view  the  full  $13  million  request  as  a  minimal  level  of 
needed  commitment.   We  are  counting  on  the  Senate  to  do  better. 
We  also  respectfully  seek  direct  Congressional  intervention  in 
the  form  of  an  Appropriations  Committee  directive  which  instructs 
FDA  to  move  forward  expeditiously  with  implementation  of 
appropriate  standards  and  aggressive  enforcement  of  the  new 
authority . 

FDA's  slow  implementation  of  this  pivotal  statutory 
authority  deserves  heightened  Congressional  scrutiny.   For 
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example,  FDA  has  yet  to  appoint  the  statutorily  authorized 
advisory  committee,  even  though  the  agency  faces  an  October 
deadline  for  certification.   Adequate  staffing  for  this  new 
authority  is  a  major  concern.   We  strongly  advocate  inclusion  of 
a  Congressional  directive  instructing  the  agency  to  maintain 
staffing  levels  of  at  least  65  full  time  equivalent  (FTE) 
positions  for  the  express  purpose  of  implementing  the  MQSA.   FDA 
must  be  told  that  Congress  expects  expeditious  development  and 
implementation  of  the  standards  required  by  this  legislation. 
Since  the  agency  has  not  moved  forward  in  a  timely  way  on  its 
own,  we  urge  Congress  to  become  more  actively  involved  in 
implementation  efforts. 

Conclusion 

We  commend  the  vision  and  leadership  of  the  Senate 
appropriators  in  moving  the  Nation  forward  by  providing  the 
necessary  funding  to  address  the  critical  range  of  breast  cancer 
health  needs.   The  Komen  Foundation  pledges  its  continued  support 
and  partnership  with  these  efforts. 


STATEMENT      OF      THE      TRI-COUNCIL      FOR      NURSING; 
AMERICAN  NURSES  ASSOCIATION;  AMERICAN 

ASSOCIATION  OF  COLLEGES  OF  NURSING;  AMERICAN 
ORGANIZATION  OF  NURSE  EXECUTIVES;  AND  THE 
NATIONAL  LEAGUE  FOR  NURSING 

The  Tri-Council  includes  the  American  Nurses  Association  representing  200,000 
registered  nurses  through  53  constituent  state  and  territorial  nurses'  associations,  the 
American  Association  of  Colleges  of  Nursing  with  over  432  members  offering 
baccalaureate,  master's,  and  doctoral  nursing  education,  the  National  League  for  Nursing 
with  1,620  nursing  schools,  seventeen  constituent  state  leagues,  104  health  care  institutes 
and  15,000  individual  members  and  the  American  Organization  of  Nurse  Executives  with 
5,300  nurse  executives  and  managers,  60  state  chapters  nationwide. 

These  organizations  are  deeply  committed  to  a  strong  and  continuing  federal  role  in 
nursing  education  and  research.   This  testimony  represents  the  considered  judgement  of 
the  Tri-Council's  recommendations  on  levels  of  federal  support  necessary  to  sustain 
nursing  education  and  research  for  fiscal  year  1994.   The  Tri-Council  for  Nursing 
believes  that  the  dramatic  need  for  primary  care  providers  in  our  nation  will  expand  as 
President  Clinton  undertakes  health  care  reform.   It  is  essential  to  anticipate  the  need 
for  expert,  cost  effective  providers  of  primary  and  preventive  health  care  services  and 
invest  in  the  expansion  of  the  infrastructure  of  essential  primary  care  nursing  services. 

We  recommend  that  funding  for  the  National  Center  for  Nursing  Research  (NCNR) 
(soon  to  be  designated  the  National  Institute  of  Nursing  Research)  at  the  National 
Institutes  of  Health  be  increased  to  $73.5  million.   This  is  a  50  percent  increase  over  FY 
1993's  adjusted  appropriation  level  of  $48.5  million  and  would  allow  NCNR  to  fund  81 
new  and  competing  research  project  grants.  The  recommended  funding  level  of  $73.5 
million  would  bring  NCNR's  success  rate  into  line  with  the  overall  NIH  average  of  21.6 
percent.   We  believe  that  this  is  necessary  to  support  nursing  research  in  the  era  of 
health  care  reform.  The  President's  Budget  has  only  recommended  a  $48,975  million 
funding  level.  This  would  decrease  NCNR's  success  rate  to  7.7  percent.  This  success  rate 
would  severely  limit  the  progress  of  nursing  research. 

The  National  Center  for  Nursing  Research  (NCNR)  [soon  to  be  designated  the  National 
Institute  of  Nursing  Research],  as  a  part  of  the  National  Institutes  of  Health  (NIH),  plays 
a  major  role  in  improving  care  through  nursing  research  and  the  development  of  quality 
patient  care  by  providing  a  strong  scientific  base  for  nursing  practice.   NCNR  focuses 
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nursing  science  on  such  priority  issues  as:   prevention  or  care  of  low  birthweight  infants, 
women's  health  particularly  in  mid-life,  children's  pain,  keeping  older  people 
independent  as  long  as  possible  and  developing  community  based  interventions  for 
minorities  and  underserved  populations.   Nursing  research  on  health  promotion  and 
disease  prevention,  such  as  promoting  healthy  behaviors  of  people  with  varied  cultural 
backgrounds  at  risk  for  HIV/ AIDS,  is  also  a  priority. 

The  Tri-Council  recommends  $78.5  million  in  FY  1994  funding  for  programs  of  the 
Nurse  Education  and  Practice  Improvement  Amendments  of  1992.  This  represents  the 
full  authorization  level  for  these  programs.  This  30.4  percent  increase  (FY  1993 
appropriation:  $60.2  million)  in  funding  is  necessary  to  ensure  that  the  Nurse  Education 
and  Practice  Improvement  Amendments  of  1992  continues  to  play  a  leading  role  in  the 
improvement  in  health  care  delivery  in  our  nation.   This  federal  support  to  nursing 
education  programs  and  individual  students  enrolled  in  these  nursing  programs  will  serve 
to  enhance  the  infrastructure  of  health  care  delivery  for  our  nation.   Although  not  part 
of  the  Nurse  Education  and  Practice  Improvement  Amendments  of  1992,  the 

Disadvantaged  Minority  Health  Improvement  Act  scholarships  are  a  vital  source  of 
support  for  nursing  students  (30%  of  appropriations  to  nursing),  and  we  ask  $20  million 
for  this  program  (section  737). 

Nurses  are  the  natural  linkages  for  the  individual  to  the  health  care  system.   Thus,  we 
must  continue  strong  federal  support  for  the  most  cost  effective  resource  that  can  be 
brought  to  bear  on  our  nation's  health  care  access  quality  and  cost  problem  --  America's 
nurses.  The  Tri-Council  is  strongly  committed  to  the  process  of  health  care  reform  and 
pledges  the  active  involvement  of  America's  nurses  in  this  on-going  debate.   Access  to 
our  nation's  health  care  system  can  be  enhanced  through  the  use  of  public  health  nurses 
and  advanced  practice  nurses  (APNs)  such  as  nurse  practitioners  (NPs),  clinical  nurse 
specialists  (CNSs)   and  certified  nurse-midwives  (CNMs).   Quality  patient  outcomes  and 
cost  effectiveness  can  be  improved  through  nursing. 

Accordingly,  the  Tri-Council  recommends  FY  94  funding  levels,  with  emphasis  on  the 
following  programs: 


Nurse  Education  Act;  FT  93 

Nurse  Practitioner/Nurse  $15.5 
Mldwives  Program 

Professional  Nurse  Trainees  hips     13.9 

Advanced  Nurse  Education  12.0 

Nursing  Special  Projects  10.4 

CRNAs  2.7 

Loan  Repayment  2.0 

School  Nursing  Program 

Disadvantaged  Assistance  }.] 


FY  94  auth. 

FY  94  reauest 

Pres.  Budeet 

$20.0 

$20.0 

$19,583 

20.0 

20.0 

19.623 

12.0 

12.0 

8.158 

10.5 

10.5 

10-500 

4.0 

4.0 

1.813 

6.0 

6.0 

2.043 

M 


M 


4.000 
5.193 


TOTAL 


$60-2 


$78.5 


$78.5 


$70,913 


National  Center  for 
Nursing  Research 


$48.1 


not  stated 


$73.5 


$48,975 


Nurse  Practitioner  and  Nurse-Midwife  Program  Grants  (section  822)  -  The  grants 
provided  by  this  authority  help  to  prepare  nurse  practitioners  (NPs)  and  nurse-midwives 
(NM)  to  provide  primary  care  in  homes,  ambulatory  care  facilities,  long-term  care 
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facilities  and  other  health  care  institutions.  This  program  directly  funds  programs  which 
are  positioned  to  produce  much  needed  primary  care  providers  to  meet  our  nation's 
primary  care  needs.   A  recent  meta-analysis  of  nurses  in  primary  care  roles  concluded 
that  nurse  practitioners  provided  more  health  promotion  activities  such  as  patient 
education  and  exercise  prescriptions  than  did  physicians.   The  average  cost  per  visit  for  a 
NP's  patient  was  thirty-nine  percent  lower  than  the  cost  for  a  physician  visit.  The 
continuation  of  federal  dollars  into  funding  this  program  will  result  in  a  net  cost  savings 
to  our  nation  as  nurse  providers  grow  in  their  role  as  primary  care  providers. 

The  Tri-Council  recommends  funding  at  the  authorized  level  of  $20.0  million  (FY  1993: 
$15.4  million)  for  FY  1994. 

Traineeships  for  Advanced  Education  of  Professional  Nurses  (section  830)  --  While  the 
federal  government  supports  undergraduate  nursing  students  through  several  programs, 
financial  support  at  the  graduate  level  is  limited.   The  professional  nurse  traineeship 
(PNT)  program  addresses  this  imbalance  by  providing  grants  for  individual  stipends  for 
registered  nurses  in  nursing  master's  and  doctoral  programs.   This  includes  such  nurses 
as  NPs,  CNMs,  nurse  educators,  public  health  nurses,  and  other  clinical  nursing 
specialties.   Today's  graduate  students  are  older  and  often  have  family  and  financial 
responsibilities.   These  traineeships  help  many  nurses  to  complete  their  course  of  study 
more  quickly  and  to  expand  their  capabilities  to  meet  America's  complex  health  care 
needs.   Eighty  percent  of  graduate-level  nurses  are  in  clinical  practice  and  continue  to 
provide  expert  bedside  care.  With  a  diminishing  cadre  of  teaching  professionals  who  are 
being  lost  to  retirement  and  the  private  sector's  career  opportunities,  nursing  schools  will 
be  forced  to  turn  away  qualified  applicants.   The  Tri-Council  recommends  authorization 
level  funding  at  $20.0  million  (FY  1993:  $13.9  million)  for  FY  1994. 

Special  Projects  (section  820)  --  "Special  Projects"  in  the  past,  supported  innovative 
nursing  practice  models  which  enhance  access  to  quality  health  care  services  for  the 
elderly,  homeless,  and  indigent  persons  as  well  as  high-risk  mothers  and  their  children 
and  rural   populations,  as  well  as  continuing  education.   Special  projects  previously 
funded  include  a  nurse-managed  clinic  in  Los  Angeles  that  seeks  to  increase  access  to 
nursing  services  for  homeless  children  and  adults;  a  Cedar  Rapids  nursing  home  project 
that  provides  geriatric  mental  health  training  in  long-term  care  settings;  and  nursing 
model  that  improves  access  to  health  care  services  for  poor,  minority  individuals  in 
Memphis.    Now,  "Special  Projects"  looks  to  increase  enrollment  in  existing  nursing 
education  programs,  links  primary  care  delivery  and  education,  allows  for  continuing 
education  in  underserved  areas,  and  upgrades  long-term  care  training.   The  Tri-Council 
recommends  the  authorization  level  of  $10.5  million  (FY  1993:  $10.4  million)  for  FY 
1994  for  Special  Projects.   Programs  to  assist  disadvantaged  students  such  as  section  827 
and  section  737  are  especially  important  to  the  Tri-Council.  The  Tri-Council  also 
supports  funding  for  Advanced  Nurse  Education,  Certified  Registered  Nurse 
Anesthetists,  and  Loan  Repayment. 

The  Tri-Council  respectfully  requests  the  support  of  this  Subcommittee  for  funding  Nurse 
Education  Programs  at  $78.5  million  and  NCNR  at  $73.5  million.  In  closing,  the  Tri- 
Council  is  concerned  about  the  implications  of  the  federal  deficit.    While  we 
acknowledge  the  need  to  restrain  expenditures,  funding  reductions  in  the  nursing 
education  and  research  programs  would  limit  America's  ability  to  meet  its  public  health 
needs  in  the  future.   The  modest  increases  we  recommend  are  the  minimum  necessary 
for  nursing  to  maintain  adequate  levels  of  education  and  research. 
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STATEMENT  OF  DIANE  WILLIAMS,  ON  BEHALF  OF  THE  UNITED 
SCLERODERMA  FOUNDATION,   INC. 

Mr.  Chairman  and  Subcommittee  members: 

I  am  Diane  Williams,  and  I  suiter  from  the  disease  scleroderma.  As  a  patient  and  the 
Founder  of  the  United  Scleroderma  Foundation  (USF),  I  am  grateful  to  represent  all  sclero- 
derma patients  through  this  written  testimony  supporting  the  Coalition  of  Patient  Advocates  for 
Skin  Disease  Research's  proposal  that  Congress  invest  an  additional  $50  million  over  last 
year's  NIAMS  budget  for  FY  1994.  Our  Coalition  is  comprised  of  14  national  lay  skin  disease 
organizations,  supported  by  patients  and  their  families  who  live  with  skin  disease  daily.  For 
the  majority  of  us,  treatment  options  continue  to  remain  limited  or,  nonexistent.  The  diseases 
represented  by  our  Coalition  are  frequently  disabling,  disfiguring  and/or  fatal.  We  estimate 
that  60  million  Americans  are  treated  annually  for  skin  disease. 

Twenty-seven  years  ago  as  a  23  year-old  wife  and  mother  of  three  beautiful  children,  a 
fatal  disease  was  the  farthest  thing  from  my  mind  and  my  cosmetology  career  was  beginning  to 
blossom.  Then,  over  the  next  two  years  1  began  to  suffer  from  extreme  weight  loss,  hair  loss, 
skin  tightness  in  which  I  felt  like  I  was  going  to  burst  through  my  own  skin,  itching  and  swell- 
ing, swallowing  difficulties  and  choking,  had  carpal  tunnel  surgery  and  was  told  to  seek  a 
psychiatrist-all  before  finally  being  correctly  diagnosed  at  Stanford  University  with  scleroder- 
ma. 

I  knew  of  no  other  person  with  this  disease  and  felt  totally  isolated  and  alone.  My 
husband  was  told  I'd  be  dead  within  two  to  six  months.  Even  in  the  medical  community, 
knowledge  was  lacking. 

After  dealing  for  the  next  three  years  with  my  depression  and  fears,  the  frustration  of 
there  being  no  scleroderma  literature  for  the  lay  person,  and  the  fact  that  my  crippled  hands, 
overwhelming  fatigue,  itching,  joint  pain  and  muscle  weakness  was  ending  my  cosmetology 
career,  I  decided  to  do  something  about  it.    I  went  public. 

My  cause  became  the  formation  of  an  organization  where  others  could  turn  for  the 
education,  support  and  understanding  that  I  couldn't  find  as  a  newly  diagnosed  patient.  Public 
awareness  and  the  funding  of  much  needed  research  became  USF's  two  other  goals.  Along 
with  the  formation  of  (he  United  Scleroderma  Foundation,  I  also  found  out  that  there  are 
hundreds  of  thousands  of  patients  out  there,  far  more  than  the  numbers  of  muscular  dystrophy 
and  multiple  sclerosis  sufferers.  I  was  definitely  not  alone  as  I  had  suspected.  1  can  personally 
attest  to  patients'  comfort  and  relief  upon  finding  someone  who  understands  their  dreadful 
experiences  and  I  am  happy  to  be  able  to  send  them  educational  materials  and  newsletters  so 
they  can  better  comprehend  and  explain  the  disease  to  their  family  and  friends. 

Scleroderma  literally  means  "hard  skin",  but  its  many  and  varied  symptoms  can  affect 
the  entire  body.  The  localized  form,  occurring  mostly  in  children,  affects  the  skin  and  under- 
lying tissue  and  bone;  while  the  systemic  form  also  affects  internal  organs.  The  face  draws 
tight  giving  a  mask-like  effect.  Oral  hygiene  becomes  a  serious  problem  as  the  mouth  and 
gums  shrink  and  the  mouth  will  not  open  or  close  properly.  Skin  on  the  hands  also  tightens 
with  resulting  crippling,  and  patients  are  very  prone  to  infections.  Circulation  is  impaired  and 
cold  or  stress  brings  on  a  spasm  of  color  changes  and  pain  in  the  extremities.  Ulcerations 
occur  on  the  fingers  and  are  difficult  to  heal,  while  other  infections  are  caused  by  a  buildup  of 
calcium  protruding  through  the  skin.    Fear  of  gangrene  and  amputation  is  a  continual  worry. 

Many  of  these  symptoms  make  it  impossible  for  people  to  continue  in  their  jobs. 

Prognosis  is  difficult  in  most  cases,  and  patients  are  confronted  with  fear  of  the  un- 
known.   A  major  factor  in  the  treatment  of  scleroderma  is  emotional  support. 

Scleroderma  is  a  debilitating  and  devastating  disease!  Symptoms  can  vary  in  intensity 
in  a  short  time;  and  severe  internal  problems  involving  the  esophagus,  heart,  lungs,  gastroin- 
testinal tract  or  kidneys  require  extreme  measures  like  oxygen,  tube  feeding  or  dialysis.  Thirty 
percent  of  patients  have  a  rapid  progression  and  die  within  the  first  few  years. 

It  is  with  great  sadness  over  the  loss  of  so  many  "scleroderma  friends"  that  I  appeal  to 
you  for  help  in  conquering  this  disease.  The  United  Scleroderma  Foundation  observed  the 
awakening  of  interest  in  scleroderma  research  and  has  seen  and  assisted  in  its  increase  during 
our  short  existence  to  include  the  following  significant  research  discoveries: 

*  a  new  protein  that  links  collagen  and  vascular  defects  in  scleroderma 

*  an  animal  model,  the  tight  skin  mouse,  for  studying  the  increased  accumu- 
lation of  collagen  in  the  skin 

*  nailfold  capillary  changes  which  may  provide  early  diagnosis  and  prognosis 
as  well  as  indicate  possible  lung  involvement 

*  an  inbred  scleroderma  chicken  model 
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*  new  developments  and  understanding  of  scleroderma  kidney,  which  until 
recently  was  the  number  one  killer  of  scleroderma  patients 

*  molecular  studies  have  increased  understanding  of  the  control  of  collagen 
synthesis 

*  gene  studies  have  been  performed  which  serve  as  markers  in  autoimmune 
diseases  like  scleroderma.    Understanding  the  mechanisms  underlying  the 
formation  of  certain  autoantibodies  is  important  in  understanding  the  origin 
and  development  of  these  diseases 

We  appreciate  the  monies  received  in  past  years  through  your  efforts,  but  we  strongly 
urge  that  N1AMS  receive  the  $50  million  increase  which  would  allow  this  Institute  to  fund 
more  highly  meritorious  approved  research  grants,  train  additional  researchers,  provide  career 
development  for  future  investigators,  support  urgently  needed  clinical  trials,  and  increase  the 
intramural  research  program  in  connective  tissue  and  bone  biology. 

The  United  Scleroderma  Foundation,  in  conjunction  with  our  professional  counterparts, 
has  funded  $2.3  million  in  research  in  order  to  expand  and  complement  NIAMS'  efforts.  Our 
funds  will  increase  as  must  those  to  N1H. 

We  must  not  let  approved  NIAMS  research  grants  go  unfunded.  We  must  not  let  well- 
trained  productive  investigators  close  their  laboratories  and  not  achieve  their  objectives.  And 
we  must  not  let  young,  brilliant  researchers  with  obvious  talent  find  other  careers  or  go  into 
private  practice. 

We  must  continue  to  gain  new  insights  into  the  relationship  between  the  blood  vessel 
pathology  and  the  connective  tissue  overgrowth  that  occurs  in  scleroderma,  and  we  must 
continue  to  explain  the  role  of  the  immune  system. 

I'm  now  the  proud  grandmother  of  five-year-old  Jordon  and  six-year-old  Brittany  Wil- 
liams. I  have  outlived  my  original  prognosis  and  I  have  also  realized  a  good  portion  of  my 
dreams  and  goals.  Your  continued  support  by  providing  additional  funding  for  NIAMS  would 
keep  the  momentum  going  and  not  let  the  opportunities  for  a  future  free  of  scleroderma  fade 
away.  What  better  way  for  USF  to  go  out  of  business  than  by  announcing  a  cure  for  sclero- 
derma. 

Thank  you,  again,  on  behalf  of  all  scleroderma  patients,  for  allowing  me  to  present 
these  important  issues  while  requesting  your  combined  support  of  skin  disease  research. 


STATEMENT  OF  THE  UNITED  STATES  CATHOLIC  CONFERENCE 

Mr.  Chairman,  Mcml>crs  of  the  Subcommittee: 

The  Department  of  Education  of  the  United  States  Catholic  Conference  speaks  on  behalf  of  the  nation's 
8,508  Catholic  elementary  and  secondary  schools,  2.5  million  students  153,000  teachers  and  administrators, 
and  the  millions  of  parents  and  others  who  support  them.  We  urge  you  to  provide  the  full  authorized 
funding  of  $40  million  for  the  FY  1994  Chapter  1  "Capital  Expenses"  provision  of  Section  1017(d)  of  PL. 
100-297,  the  Augustus  F.  Hawkins/Robert  T.  Stafford  Elementary  and  Secondary  School  Amendments  of  1988. 
These  funds  are  needed,  as  a  matter  of  equity,  to  restore  Chapter  1  services  to  eligible  private  school 
students  who  have  been  deprived  of  them  since  the  Supreme  Court's  Aguilar  decision. 

We  take  this  moment.  Chairman  Harkin,  to  join  the  Committee  for  Education  Funding  (CEF)  in  urging 
Congress  to  provide  full  funding  of  the  entire  Chapter  1  program  as  a  matter  of  equity  for  all  eligible 
students. 

We  also  lake  this  opportunity  to  convey  to  you  Mr.  Harkin,  as  Chairman,  to  the  ranking  minority 
committee  member,  and  to  each  of  the  other  members  of  this  committee,  our  gratitude  and  thanks  for 
your  efforts  and  determination  to  restore  full  Chapter  1  services  to  all  eligible  private  school  students  as  a 
matter  of  justice. 

Catholic  Schools  and  Clutptcr  J 

In  Chapter  1  the  Federal  government  demonstrates  its  determination  to  help  students  overcome  the 
disadvantages  of  a  lower  income  environment.  The  extra  resources  Chapter  1  provides  in  the  form  of 
specially  trained  teachers,  individualized  assistance,  and  innovative  computerized  instruction  are  a  valued 
supplement  to  the  instruction  Catholic  schools  provide,  especially  in  inner  city  schools.  It  is  particularly 
egregious  when  students  who  are  eligible  for  Chapter  1  and  would  be  receiving  the  extra  services  if  they 
attended  public  schools,  are  deprived  of  them  because  they  attend  Catholic  schools.  Parents  should  not 
have  to  choose  between  Chapter  1  services  and  the  quality  of  education  available  in  Catholic  schools.    This 
committee  has  repeatedly  shown  that  it  shares  our  concern. 
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Catholic  schools  are  an  important  contributor  to  the  educational  opportunity  available  to  American 
students.  Catholic  schools  are  particularly  successful  with  the  category  of  students  that  Chapter  1  attempts 
to  assist.  In  several  stales.  Catholic  schools  have  higher  percentages  of  minority  enrollments  than  their 
state's  public  schools.  Nationally,  over  23  percent  of  Catholic  school  students  arc  of  ethnic  or  racial 
minority  heritage.  A  high  percentage  of  these  minority  students  arc  not  Catholic.  Catholic  schools  have  an 
enviable  record  for  effective  teaching.  The  drop-out  rate  at  Catholic  high  schools  is  less  than  4  percent; 
more  than  83  percent  of  Catholic  high  schools  graduates  go  on  to  attend  college.  Minority  Catholic  school 
students,  in  particular,  have  higher  achievement  scores  than  similar  students  in  other  schools  in  reading 
and  math  tests  administered  as  pari  of  the  National  Assessment  of  Academic  Progress  (NAEP)  over  the 
past  decade.  The  current  Chapter  1  Implementation  Study  has  found  that  53  percent  of  the  private  school 
Chapter  1  students  arc  in  the  most  poverty-impacted  quartile  of  school  districts,  compared  to  45  percent  of 
public  school  Chapter  1  students.1 

Background:  Vie  Seed  for  Capital  Expenses 

ESEA,  Title  I,  enacted  in  1965,  provided  supplemental  educational  services  to  eligible  students  in  public 
and  private  schools.  Public  school  Title  1  teachers  provided  specialized  instruction  to  both  public  and 
private  school  students,  normally  in  their  respective  home  schools.  In  the  private  school  setting,  for  First 
Amendment  reasons,  Title  1  was  always  operated  as  a  pull-out  program.  Students  left  their  regular 
classroom  and  went  to  a  special  classroom,  stripped  of  all  religious  symbols. 

In  1985  the  Supreme  Court  held  in  Aguilar  v.  Fenton  that  public  school  Chapter  1  teachers  could  not  enter 
the  premises  of  religiously-affiliated  private  schools  to  provide  Chapter  1  services.  Administrators  had  to 
devise  an  off-site  method  of  serving  approximately  185,000  students.  A  major  obstacle  was  the  Chapter  1 
regulations  prohibited  the  use  of  Chapter  1  funds  for  the  rent,  purchase  or  maintenance  of  facilities  or 
similar  capital  expenses.  In  about  half  the  cases,  LEAs  were  able  to  continue  Chapter  1  services  to  private 
school  students  at  nearby  facilities,  in  vans  or  mobile  classrooms  already  available  or  provided  through 
special  state  or  local  appropriations.  The  other  half  of  students  lost  services,  some  for  a  few  months,  some 
longer,  some  permanently. 

The  range  of  estimates  of  the  number  currently  served  (1990-91)  is  from  a  low  of  135,000  to  174,000.  But 
all  agree  that  services  have  not  recovered  to  ptc-Aguilar  numbers.  The  Office  of  Compensatory  Education 
has  the  longest  time-scries  and  most  clearly  examined  data.  (Sec  Appendix  A)  In  the  first  year  after  Aguilar 
(1985-86),  about  60,000  students  lost  services.  In  the  1989-90  school  year,  the  first  year  Capital  Expenses 
were  available,  services  to  private  school  students  increased  10  percent,  to  152,000.  By  1990-91,  the 
recovery  reached  157,500. 

The  Chapter  1  program  has  expanded  its  enrollment  more  than  20  percent  since  1984.  Congress  stated  that 
its  intent  with  the  Capital  Expenses  provisions  was  "to  restore  the  degree  of  participation  of  private  school 
children  in  Chapter  I  as  close  as  possible  to  the  time  before  the  Aguilar  decision."    Thus  private  school  student 
participation  should  have  been  expanded  apace.  We  have  calculated  the  number  of  additional  students 
each  state  should  be  serving  in  Appendix  A. 

For  the  first  time  since  Aguilar,  the  Department  of  Education  has  obtained  from  the  states  figures  on  the 
number  of  eligible  students  not  served.2  Forty-four  states  reported  218,838  eligible  students  in  private 
schools  who  should  be  receiving  services,  but  that  they  were  serving  only  65  percent  of  these.    Applying 
this  ratio  (i.e.  65  percent)  to  the  states  that  did  not  report  eligiblcs  we  can  estimate  there  arc  an  additional 
20,000  eligible  students  in  the  non-reporting  states,  for  a  total  of  239,000  private  school  students  who 
should  be  receiving  services. 

In  sum,  as  of  1990-91,  Chapter  1  services  arc  provided  to  157,000  private  school  students,  about  130,000  of 
whom  arc  enrolled  in  4,323  Catholic  elementary  schools  and  191  high  schools.'  The  program  should  be 
reaching  about  239,000  private  school  students,  215,000  in  Catholic  schools. 

GAO  Estimates  of  Recovery 

In  the  summary  of  its  report  on  Capital  Expenses,  the  GAO  concluded  that  the  Chapter  1  program  has 
been  restored  to  91  percent  of  ptc-Agmlar  levels.'  But  the  GAO  study  also  asked  the  SEAs  to  estimate  the 
proportion  of  eligible  private  schools  students  that  were  not  receiving  their  Chapter  1  services.    The  results 
mirror  the  level  of  problem  we  have  already  described. '  The  GAO  study  found  that  only  14  of  52  SEA 
offices  believed  their  slates  were  reaching  "almost  all"  or  "all"  (80  percent  or  more)  of  eligible  privaic 
school  students. 

Need  For  Additional  and  Continuing  Capital  Expenses 

The  GAO  surveyed  the  ten  largest  states,  which  had  been  allocated  approximately  75  percent  of  the 
Capital  Expenses.  Three  (3)  of  the  10  slates  reported  Ihcy  had  sufficient  or  even  excess  funds.  But  7  of  the 
10  slates  reported  thai  they  needed  almost  twice  as  much  as  they  would  receive.  About  55  percent  of  these 
funds  were  used  to  purchase  or  lease  vans,  13  percent  for  portable  classr(x>ms,  and  another  12  percent  for 
neutral  sites.  Thus  about  80  percent  of  the  Capital  Expenses  in  these  districts  were  expended  on  items  with 
annual  recurring  costs,  or  depreciation  and  maintenance  costs.  Additional  funds  will  be  needed  to  fully 
restore  services,  and  to  sustain  these  facilities. 
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Problems  with  Utilization  of  Capital  Expenses 

Capital  Expenses  are  needed  lo  sustain  the  degree  of  recovery  that  has  been  attained,  and  to  expand  that 

recovery  to  include  all  the  students  who  should  now  be  served  and  maximize  services  to  students. 

1.  Failure  lo  set  appropriate  priorities.  The  GAO  study  found  that  70  percent  of  the  states  used  Capital 
Expenses  to  reimburse  districts  for  prior  year  expenditures.    Of  the  28  states  that  reimbursed  past  spending 
even  though  they  had  not  fully  restored  services,  13  allocated  more  than  half  their  Capital  Expenses 
allocation  to  reimbursement.' 

2.  Failure  to  spend  allocation.  The  GAO  found  16  states  that  planned  to  return  unspent  Capital  Expenses 
in  the  current  school  year.'  Of  these,  only  California  was  serving  the  number  of  students  prior  to  Aguilar. 

3.  Failure  to  receive  grants  large  enough  to  provide  "off-site"  facilities.  Under  existing  regulations,  some 
LEAs,  particularly  small,  rural  districts,  will  not  qualify  for  enough  capital  funds  to  purchase  a  van  or 
mobile  unit  an  other  off-sit  facilities  are  not  available. 

Issue  of  Program  Quality 

To  this  point,  we  have  concentrated  on  the  need  to  restore  services  lo  the  appropriate  proportion  of 
private  school  students.    The  question  of  the  quality  of  the  services  delivered  is  of  equal  importance.  We 
are  concerned  that  in  many  instances  the  quality  of  the  services  delivered  is  markedly  inferior  to  what  is 
needed  for  the  program  to  succeed  in  making  an  educational  difference. 

Problems  In  common.  All  programs  require  that  the  student  be  "pulled  out*  of  the  home  school  classroom, 
producing  two  negative  effects:  First,  the  student  is  clearly  identified  as  a  Chapter  1  student,  different  from 
the  rest.  There  is  increasing  recognition  in  the  education  profession  that  such  identification  risks  damaging 
the  student.  Second,  the  student  misses  the  instruction  taking  place  in  the  home  classroom.  While  private 
school  teachers  make  efforts  to  minimize  any  loss,  those  efforts  arc  made  more  difficult  by  the  restrictions 
on  communications  between  the  Chapter  1  teacher  and  the  private  school. 

Transit  problems.  Programs  that  take  place  at  neutral  sites,  or  at  public  schools,  to  which  the  children 
must  walk  or  be  bussed,  cost  time,  and  may  expose  children  to  traffic  and  other  dangers.  In  USCCs  survey 
of  schools  with  restored  services,  we  found  that  about  30  percent  of  the  students  walk  and  about  16 
percent  are  transported  by  bus  to  another  site.  The  greater  the  amount  of  time  lost  in  transit,  the  more 
likely  the  parents  or  school  officials  were  to  "decide  not  to  participate". 

Computer  issues.  In  1986-87,  only  about  5  percent  of  the  private  school  students  received  services  by 
computer.  The  most  recent  surveys  claim  30  to  32  percent. 

To  be  most  effective,  computers  need  to  be  integrated  into  the  student's  curriculum.    But  Chapter  1 
regulations  limit  who  may  use  the  computer  and  how  much  time  a  Chapter  1  student  may  spend  with  it. 
Further,  the  regulations  prohibit  a  Chapter  1  teacher  from  working  in  the  private  school,  and  also  prohibit 
the  use  of  computers  as  a  replacement  for  teachers.  Computers  can  only  be  an  adjunct  to  a  teacher.  And 
unless  the  classroom  teacher  also  has  access  to  computer  resources,  the  computer  does  not  become  integral 
to  the  student's  course  of  studies. 

Finally,  we  found  in  our  survey  that  students  with  restored  services  receive  assistance  an  average  of  only 
3.5  days  per  week,  compared  to  5  days  in  the  public  school  portion  of  the  program.   The  shorter  program 
is  predictably  less  effective. 

Conclusion 

We  urge  the  committee  to  fully  fund  the  Capital  Expenses  appropriation  request,  and  to  work  lo  improve 

Chapter  1  to  reach  all  private  school  students  with  the  highest  quality  services  possible. 

We  urge  the  committee  to  consider  two  reforms  of  Chapter  1.  We  urge  the  option  of  third-party  vendors 
as  alternative  Chapter  1  providers.  We  recommend  that  the  committee  consider  the  possibility  of  families 
obtaining  supplemental  services  for  their  children  individually,  on  their  own  initiative,  from  approved  tutors 
or  specialists.  We  believe  that  this  approach  would  be  effective  in  restoring  services  lo  students  deprived  of 
services  in  small  school  districts  that  are  not  eligible  for  Capital  Expense  grants  of  sufficient  size  lo  provide 
alternative  services.  Private  school  students  in  these  communities  are  needlessly  deprived  of  assistance. 


\1\  U.S.  Department  of  Education,  Chapter  1  Implementation  Study,  Interim  Report,  July  1992,  Exhibit  1.4. 

\2\  estat,  Inc.,  "Chapter  1  Participation  Information,  Preliminary  Tabulations",  Draft  prepared  for  the  US  Department  of 
Education.  Contract  LC89016001,  February,  1992. 

\3\  Brigham.  Annua)  Statistics.  1992. 

\4\  GAO,  Compensatory  Education:  Additional  Funds  Help  More  Private  School  Students  Receive  Chapter  1  Services, 
(GAO./HRD -93-65)  February  26,  1993,  p.  3;  Appendix  II,  p.  16. 

\5\  GAO,  Appendix  X,  p  34,  Q  II  6 

\6\  GAO,  Appendix  VIII,  p.  30;  for  status  of  state  recovery,  see  Appendix  A,  (T. 

\7\  GAO.  Ibid. 
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Appendix  A:  Chapter  1  Services  To  Private  School  Students  After  Aguilar, 

By  State,  1984/85  to  1989/90^ 


Stale 

1984/5 

1991/2 

1989/90 

Recovered 

benchmark 

benchmark 

actual 

vs           vs 

(students  served) 

(expanded 
program) 

Chapter  1 
enrollment 

84          91 

US 

184.532 

230.665 

137,900 

Alabama 

780 

975 

510 

Alaska 

114 

143 

29 

Arizona 

1039 

1,990 

1,299 

y        n 

Arkansas 

573 

716 

535 

California 

20.606 

25.757 

22.972 

y       n 

Colorado 

662 

828 

441 

Connecticut 

3,135 

3,919 

2.113 

Delaware 

588 

735 

816 

y       y 

District  of  Columbia           565 

706 

633 

y        n 

Florida 

2.995 

3,744 

2.452 

Georgia 

1.083 

1,354 

250 

Hawaii 

198 

248 

67 

Idaho 

163 

204 

179 

y        n 

Illinois 

6.809 

8.511 

5.787 

Indiana 

3.659 

4.574 

2.169 

Iowa 

2.303 

2,879 

2.343 

y        n 

Kansas 

1,303 

1,629 

690 

Kentucky 

3.036 

3,795 

1,472 

Louisiana 

6.016 

7,520 

3,009 

Maine 

666 

832 

313 

Maryland 

1.839 

2,299 

3.110 

y       y 

Massachusetts 

6,819 

8.524 

4,420 

Michigan 

3.813 

4.766 

2,814 

Minnesota 

5.302 

6,627 

2,898 

Mississippi 

1,996 

2,495 

1,983 

Missouri 

4,021 

5.026 

3,389 

Montana 

268 

335 

173 

Nebraska 

1,552 

1.940 

1,480 

Nevada 

113 

141 

73 

New  Hampshire 

547 

684 

229 

New  Jersey 

11.962 

14,953 

6,206 

New  Mexico 

1.224 

1,530 

899 

New  Y  ork 

39.663 

49,579 

30,188 

North  Carolina 

454 

568 

366 

Ohio 

5,925 

7,406 

6,124 

y        n 

Oklahoma 

358 

448 

310 

Oregon 

620 

775 

4,76 

Pennsylvania 

21,564 

26,955 

17.100 

Rhode  Island 

723 

904 

320 

South  Carolina 

295 

369 

237 

South  Dakota 

800 

1,000 

474 
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Appendix  A:  Service  to  Private  School  Students,  Continued 


State 

1984/5 

1991 

1989/90 

Recovered 

benchmark 

benchmark 

actual 

vs 

VS 

(students  served) 

(expanded 
program) 

Chapter  1 
enrollment 

84 

91 

Tennessee 

460 

575 

419 

Texas 

5.022 

6,277 

4,429 

Utah 

94 

118 

31 

Vermont 

328 

410 

128 

Virginia 

600 

750 

615 

y 

n 

Washington 

1.088 

1.360 

1.103 

y 

n 

West  Virginia 

284 

355 

188 

Wisconsin 

3.090 

3.863 

2.368 

Wyoming 

48 

60 

37 

Puerto  Rico 

6,877 

8,596 

10.305 

y 

y 

Source  U  S  Department  of  Education.  Comperuilory  Educaaon  Program*  (OESE).  1989-90  is  the  rr.c* I  recent  yeaj  for 
which  complete  data  ii  available. 

Note  A  benchmark  is  the  standard  against  which  Ihe  slale  will  measure  its  current  level  of  Chupier  I  prr-  ne  school 
services    The  benchmark  for  1991^2  reflects  the  gronih  of  the  size  of  the  program. 


832 


STATEMENT  OF  SIDNEY  ALTMAN,  DEPARTMENT  OF  BIOLOGY, 

YALE  UNIVERSITY 

It  is  an  honor  and  a  pleasure  for  me  to  speak  to  you  in  fulfillment  of  my  duty  both  as  a  citizen 
and  as  a  scientist  who  has,  for  over  20  years,  received  funds  for  research  from  the  National 
Institute  of  General  Medical  Sciences  (NIGMS).  A  few  years  ago,  in  reporting  publicly  to  the 
Nobel  Foundation,  which  had  recognized  the  research  achievements  of  my  laboratory  group,  I 
acknowledged  with  gratitude  the  contributions  of  the  taxpayers  of  this  country  to  our  research 
effort  Those  taxpayers  and  you,  their  representatives,  deserve  credit  for  years  of  enlightened  and 
generous  support  of  basic  research,  -  unfettered  research  performed  in  the  belief  that  it  would  lead 
to  improvements  in  the  welfare  of  us  all.  At  the  end  of  my  presentation,  I  shall  report  to  you  that 
the  basic  research  enterprise  is  flagging,  in  part,  because  of  its  enormous  success. 

Basic  research  is  at  the  origin  of  a  series  of  events  that  follow  from  each  other  and  that  lead  to 
improvements  in  our  personal  and  economic  well-being.  To  cite  one  example,  a  recent  report  in 
the  journal  Science  summarized  work  that  has  led  to  a  more  complete  picture  of  how  glucose 
induces  insulin  release  in  the  pancreas,  and  the  importance  that  these  observations  have  for  a 
deeper  understanding  of  diseases  like  diabetes.  The  studies  that  led  to  these  new  results  of  great 
biomedical  importance  were  started  many  years  ago  with  experiments  on  the  concentration  of 
calcium  ions  in  the  eggs  of  sea  urchins.  Thus,  work  on  sea  urchins  will  lead  to  the  development  of 
new  drugs  and  disease  cures.  Such  a  tale  is  not  unique.  I  am  sure  you  have  heard  similar  ones 
previously.  I  will  now  rum  to  another  example  with  which  I,  personally,  am  well  acquainted. 

I  speak  of  my  own  experiences  with  some  reluctance  but  the  case  I  wish  to  make  can  be 
illustrated  appropriately  in  this  way.  I  will  begin  by  summarizing  my  career.  Forgive  me  if  this 
seems  immodest:  personalities  are  not  really  important  in  this  account 

I  received  my  B.S.  degree  in  physics  from  the  Massachusetts  Institute  of  Technology  and  my 
Ph.D.  in  biophysics  from  the  U.  of  Colorado.  During  my  Ph.D.  studies  I  also  spent  about  18 
months  at  Vanderbilt  University  in  Nashville,  Tennessee.  Subsequent  to  the  completion  of  my 
Ph.D.  I  did  2  years  of  post-doctoral  research  at  Harvard  University  and  2  years  in  Cambridge, 
England  before  joining  the  faculty  of  Yale  University  as  an  assistant  professor  of  biology.  At 
Yale,  I  have  served  as  chairman  of  the  Department  of  Biology  and  Dean  of  Yale  College. 
Currently,  I  hold  the  position  of  Sterling  Professor  of  Biology.  I  am  also  a  scientific  advisor  to 
several  biotechnology  companies  and  I  am  active  in  efforts  to  maintain  and  improve  the  high 
quality  of  education  in  the  public  schools  in  the  town  of  Hamden,  CT.  I  am  a  member  of  the 
National  Academy  of  Science  and  the  American  Philosophical  Society.  During  my  career  at  Yale,  I 
have  trained  12  Ph.D.  students  and  about  25  post-doctoral  associates  in  my  own  laboratory  using 
funds  supplied  by  NIGMS. 
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In  1972,  NIGMS  decided  to  support  my  research  on  a  then,  recently  discovered  enzyme,  a 
biochemical  catalyst  that  had  been  found  in  extracts  of  a  bacterium.  That  enzyme  catalyzed  a  rather 
esoteric  reaction,  the  breaking  of  pieces  of  RNA,  the  function  of  which  inside  the  bacterium  was 
not  clear.  We  subsequently  found  that  this  enzyme  existed  in  aJl  cells,  from  those  of  bacteria  to 
humans,  and  that  cells  cannot  live  without  it.  In  1977,  we  showed  that  the  enzyme  was  not  made 
up  merely  of  protein,  as  all  enzymes  up  to  that  time  were  thought  to  be,  but  that  it  also  contained  an 
essential  RNA  component  In  1983,  we  showed  that  the  RNA  part  of  the  enzyme  was  the  actual 
catalyst.  In  1989,  this  work,  which  revised  100  years  of  thinking,  was  recognized  with  the  Nobel 
Prize.  More  important,  much  more  important  for  our  purposes  today,  is  the  fact  that  three  years 
ago,  because  of  our  studies  over  the  previous  20- year  period  of  how  this  enzyme  worked,  we 
proposed  a  method  for  its  use  in  the  destruction  of  any  unwanted  RNA  inside  cells,  including  viral 
RNAs  such  as  that  of  the  AIDS  virus  or  the  flu  virus.  We  are  currently  reducing  the  proposal  to 
practice.  A  start-up  biotechnology  company  that  currendy  employs  about  20  people  and  that  is 
expanding  rapidly  has  made  this  method  of  attacking  disease  a  major  part  of  its  effort 
Furthermore,  one  of  the  "categorial"  institutes,  the  National  Institute  of  Allergy  and  Infectious 
Diseases,  has  funded  an  ancillary  project,  of  which  this  work  is  part,  to  investigate  further  the 
promise  of  this  method. 

I  do  not  cite  this  work  as  a  cure-all  for  disease.  There  are  many  interesting  proposals  for  viral 
gene  inacti vation  being  tested  both  in  academia  and  in  several  new  biotechnology  companies.  All 
of  these  efforts  are  based  on  the  results  of  basic  research  on  the  molecular  biology  of  RNA  that 
was  carried  out  in  the  seventies  and  early  eighties.  There  are  upwards  of  several  hundred  people 
employed  in  the  development  of  these  ideas  around  the  country.  Which  approach  will  work  in 
humans  is  uncertain,  but  the  research  required  to  get  to  the  point  where  that  question  can  be 
answered  is  arduous  and  expensive.  I  have  told  this  story  because  I  wish  to  highlight  the 
importance  of  basic  research  supported  by  NIGMS. 

Our  work,  on  a  seemingly  exotic  biochemical  reaction.was  supported  for  20  years  before  we 
recognized  that  the  reaction  we  were  studying  could  be  utilized  for  disease  therapy.  Since  that 
time,  the  translation  of  our  ideas  into  practical  applications,  into  the  creation  of  jobs  in  the 
biotechnology  industry,  and  into  stimuli  for  the  thinking  of  our  clinical  colleagues,  has  been  rapid 
and  satisfying.  I  cannot  overemphasize  the  debt  that  we  owe  to  NIGMS.  You  may  well  ask, 
however,  why  it  should  take  so  long  (almost  one  generation)  for  our  nation  to  reap  the  benefits 
from  its  investment  in  basic  research.  Although  not  all  cases  are  similar  in  terms  of  time  from 
discovery  to  practical  application,  the  simple  answer  is  that  the  process  of  investigation  and 
discovery  is  an  uncertain  one:  not  knowing,  in  many  cases,  exactly  what  you  are  going  to  find  that 
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may  light  up  the  horizon,  or  when  you  are  going  to  find  it,  is  part  of  the  excitement  for  researchers 
and,  perhaps,  part  of  your  impatience  as  legislators  and  "investors".  One  element  of  this  process  is 
as  certain  as  sunrise,  if  we  do  not  invest  generously  in  basic  research,  we  will  not  reap,  and  do  not 
deserve,  its  rewards. 

If  what  I  said  until  now  has  not  managed  to  stir  your  thoughts  let  me  add  that  in  the  past  year 
the  experience  and  knowledge  that  I  and  my  colleagues  have  accumulated  have  led  us  into  a  new 
area  of  research,  inflammatory  bowel  disease,  and  will  enable  us,  we  hope,  to  make  a  significant 
advance  in  our  ability  to  diagnose  these  diseases  and  to  relate  them  to  each  other.  Without  our 
accumulated  years  of  experience  in  basic  research,  the  ability  to  apply  techniques  and  knowledge 
from  disparate  areas  of  the  biological  sciences  to  attack  these  problems  would  not  have  been 
possible.  Nor  would  progress  in  this  new  area  have  been  possible  without  the  latitude  NIGMS 
allows  in  encouraging  us  to  pursue  our  interests  wherever  they  may  lead  us. 

I  know  that  Dr.  Kirschstein,  her  colleagues,  and  several  of  my  colleagues  from  the  scientific 
community,  have  presented  in  the  past  and  will  present  again  this  year  many  examples  of  the 
critical  role  that  NIGMS  plays  in  driving  the  whole  biomedical  research  enterprise.  I  will  not 
belabor  the  points  they  make  but  I  would  like  to  elaborate  on  a  paradox  we  now  face  in  the  funding 
of  basic  research. 

Because  biomedical  research  has  been  enormously  successful  both  from  a  practical  and  an 
intellectual  point  of  view  over  the  past  20  to  30  years,  young  people  flock  to  this  exciting  and 
rewarding  field.  We  train  these  individuals  through  their  Ph.D.s  and  beyond.  It  is  they  who  have 
imaginative  and  fresh  thinking  and,  make  no  mistake  about  it,  our  fields  are  moved  ahead  by  the 
ideas  of  younger  investigators.  It  is  they  and  their  creativity  and  discoveries  who  will  lead  to  the 
next  generation  of  biotechnologic  innovations,  thus  improving  not  only  the  future  health  of  our 
nation  but  of  our  nation's  economy  as  well.  Indeed,  as  our  young  scientists  hone  their  skills,  their 
research  may  come  to  fruition  even  more  rapidly  than  we  currently  anticipate.  Accordingly,  we 
must  do  everything  possible  to  preserve  our  best  talent  and  to  take  full  advantage  of  our  investment 
in  the  intellect  of  these  young  people. 

I  urge  you  to  consider  specific  support  for  NIGMS  for  a  period  of  several  years.  The  health  of 
our  citizens  and  the  economic  well-being  of  our  nation  are  at  stake. 

Thank  you  for  your  attention. 
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